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This  thesis  discusses  the  Values  History  as  an  approach  to  empower  people  with 
dementia,  enabling  their  voices  to  be  heard  should  they  no  longer  be  able  to  articulate 
their  wishes.  The  Values  History  was  originally  developed  to  identify  core  values  and 
beliefs  which  are  important  to  individuals  with  terminal  illnesses  as  a  basis  for 
medical  treatment  should  they  lose  capacity  (Doukas  and  McCulloch,  199  1). 
The  research  shows  that  the  standard  paradigm  of  empowerment,  which  involves 
individuals  with  dementia  having  a  clear  understanding  of  the  prognosis  of  the  illness 
to  make  plans  for  the  future,  is  complex.  Twelve  people  diagnosed  in  the  early  stages 
of  dementia  were  interviewed  twice  to  complete  individual  Values  Histories.  Their 
carers  were  interviewed  separately  and  then  together  with  the  participants  with 
dementia.  Despite  knowing  their  diagnosis  and  appreciating  the  opportunity  to 
discuss  their  current  feelings  about  the  illness,  only  a  few  participants  with  dementia 
were  able  discuss,  or  indeed  wanted  to  discuss,  the  prognosis  or  future  in  relation  to 
dementia.  No  participants  wanted  to  view  long  term  care  establishments.  However, 
the  research  showed  that  the  vast  majority  were  clearly  able  to  document  their  values 
and  aspects  of  future  care  related  to  old  age  rather  than  dementia.  Carers  confirmed 
accuracy  of  their  values.  One  area  of  concern  was  that  some  participants  appointed 
specific  family  members  as  power  of  attorney  out  of  obligation  rather  than  them  being 
the  best  person  to  represent  their  interests.  The  study  also  found  that  some 
participants  with  dementia  found  it  difficult  to  honestly  record  poor  family 
relationships  and  religious  values. 
With  regards  to  the  impact  of  Values  Histories  on  future  caregivers,  forty 
professionals  were  interviewed.  Two  Values  Histories  were  shared  with  the 
participants  and  vignettes  were  used  to  explore  the  extent  to  which  they  would  refer  to 
individuals'  past  values  and  wishes.  The  study  showed  that  the  vast  majority  of 
professionals  would  refer  to  the  documents  and  find  them  useful.  The  majority  would 
attempt  to  maintain  past  wishes  and  values,  although  not  if  it  caused  agitation  or 
distress  to  the  person.  General  values,  medical  values,  family  relationships,  religious 
values  and  end  of  life  decisions  were  areas  within  the  Values  Histories  that  were considered  most  beneficial.  The  person's  perception  of  independence  and  future  risk 
taking  were  the  areas  that  caused  most  controversy. 
As  an  alternative  area  of  discussion  this  thesis  also  explored  the  'person  centred' 
approach  to  empowerment,  which  suggests  that  knowing  the  previous  values  of 
people  with  dementia  is  imperative  to  entering  the  person's  Irame  of  reference'  but 
not  at  the  expense  of  their  current  feelings  (Morton,  1999;  Kitwood,  1997).  This 
approach  also  allows  people  with  dementia  the  opportunity  to  record  their  values 
without  being  fully  aware  of  the  prognosis  or  being  held  to  their  previously  stated 
values  should  they  deteriorate. Chapter  I  page 
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It  is  estimated  that  over  62,000  people  in  Scotland  have  dementia,  with  at  least 
29,000  carers  providing  a  regular  and  substantial  amount  of  care  (Alzheimer's 
Scotland  -Action  on  Dementia,  2005a).  As  yet  there  is  no  cure  for  most  dementias 
and  it  envisaged  that  with  an  increasing  older  population,  particularly  those  over  85 
years,  the  number  of  people  with  dementia  will  increase  to  approximately  84,300  by 
2025  (Alzheimer's  Scotland  -  Action  on  Dementia,  2005b). 
Dementia  is  a  syndrome  which  may  be  caused  by  several  different  illness,  the  most 
common  being  Alzheimer's  disease.  Other  causes  may  include  vascular  dementia 
(including  multi  infarct  dementia),  dementia  of  lewy  body  type,  Pick's  disease,  and 
alcohol  related  dementia,  plus  other  less  commonly  known  dementias  (Jacques  and 
Jackson,  2000).  Dementia  is  usually  chronic  or  progressive  in  nature  and  can  cause 
disturbance  in  multiple  cortical  functions,  calculation,  learning  capacity  and 
judgement.  It  can  also  be  accompanied  by  deterioration  in  emotion  control,  social 
behaviour  and  motivation  (World  Health  Organisation,  2005). 
Dementia  is  also  considered  by  some  as  a  social  disability  (Cheston  and  Bender, 
1999).  Attitudinal  and  environmental  barriers  can  increase  the  disability  experienced 
by  people  with  dementia  (Wilkinson,  2002).  Often  they  can  be  disempowered  at 
various  stages  of  their  illness  (Mason  and  Wilkinson,  2002).  One  way  that  this  can 
happen  is  by  excluding  their  views  from  decisions  about  their  own  future  (Wilkinson, 
2001).  Even  well  meaning  and  caring  relatives  can  add  to  this  by  adopting  a 
paternalistic  attitude  (Burton,  1997).  Whilst  there  is  no  doubt  that  the  vast  majority  of 
carers  and  professionals  want  what  is  best  for  the  person,  often  they  find  it  hard  to 
differentiate  between  what  they  want  for  the  person  and  what  the  person,  in  fact, 
would  want  for  themselves  (Brandon,  1995;  Ivers,  1995;  Rankin,  1989).  Therefore, 
the  main  purpose  of  this  research  is  to  attempt  to  include  the  "voice  of  people  with 
dementia"  to  explore  the  feasibility  of  engaging  with  them  in  the  early  stages  of  the 
illness  to  elicit  their  values  and  care  preferences  and  to  ascertain  if  the  Values  History 
could  be  used  to  empower  them  (Docker,  2000;  Goldsmith,  1996;  Doukas  and 
McCulloch,  199  1;  Lambert  et  al.,  199  1). 
i The  present  study  has  emerged  due  to  three  aspects  which  have  major  implications  for 
people  with  dementia,  namely,  the  legal  process  in  Scotland,  medication  for 
Alzheimer's  disease  and  the  'new  culture'  of  dementia  care.  The  first  three  chapters 
review  the  literature  on  these  themes. 
Chapter  one  explores  how  the  Adults  with  Incapacity  (Scotland)  Act  (2000),  which 
was  implemented  in  stages  between  April  2001  and  October  2003  (Scottish 
Executive,  2004a),  sets  out  a  legal  framework  for  professionals  to  include  individuals 
with  incapacity  in  decision  making.  One  of  the  main  principles  of  the  Act  and  driving 
forces  of  this  research  is  that  when  determining  any  intervention,  account  must  be 
taken  of.  - 
"the  present  and  past  wishes  and  feelings  of  the  adult  so  far  as  they  can  be 
ascertained  by  any  means  of  communication,  whether  human  or  by  mechanical 
aid  (whether  of  an  interpretative  nature  or  otherwise)  appropriate  to  the  adult" 
(AWI  Act,  2000:  1.4a). 
Clearly  taking  in  to  consideration  the  person's  past  wishes  indicates  that  anyone 
acting  on  the  person's  behalf  should  have  a  high  level  of  knowledge  and 
understanding  about  their  personality,  values  and  wishes  for  the  future  before  they 
lose  capacity.  This  theme  is  explored  throughout  the  thesis  and,  in  particular,  the 
extent  to  which  professionals  would  adhere  to  past  wishes  and  feelings  when  they 
may  conflict  with  the  person's  current  feelings  or  those  of  their  carer.  The  second 
part  of  the  chapter  looks  more  specifically  at  advanced  directives  and  statements  from 
a  legal  perspective  in  Scotland  and  evaluates  their  usefulness  for  empowering  people 
with  dementia. 
The  research  also  emerged  due  to  a  change  in  practice  whereby  people  with  dementia 
are  being  diagnosed  earlier  and  the  diagnosis  is  more  likely  to  be  shared  with  the 
person.  Chapter  two  argues  that  this  change  is,  at  least  in  part,  due  to  the  inception  of 
medication  for  Alzheimer's  disease  which  is  indicated  for  those  in  the  early  to 
moderate  stages  of  the  illness.  It  argues  that  the  medication  for  Alzheimer's  disease 
has  contributed  to  openness  with  people  with  dementia,  possibly  due  to  some 
professionals  feeling  more  comfortable  discussing  the  illness,  feeling  that  medication 
ii gives  hope  to  the  person  despite  not  being  a  cure.  Clearly,  this  change  in  practice  has 
opened  the  door  for  discussions  to  take  place  with  individuals  at  a  time  when  they  are 
able  to  articulate  their  views  and  possibly  make  plans  for  the  future. 
Chapter  three  explores  issues  around  the  "new  culture"  of  dementia  care,  which  has 
evolved  due  to  pressure  from  dementia  advocacy  groups  and  academics.  Indeed,  as 
this  research  progressed,  several  studies  have  given  valuable  insight  into  the 
perspectives  of  people  with  dementia  diagnosed  early  in  their  illness.  It  also  discusses 
two  approaches  to  empowering  people  with  dementia.  The  first  approach  involves  the 
individual  having  a  clear  understanding  of  the  diagnosis  and  prognosis  of  the  illness 
and  the  second  follows  a  "person  centred"  approach  which  does  not  rely  solely  on 
cognitive  skills. 
The  first  three  literature  review  chapters  also  allude  to  the  Values  History  as  being 
one  way  to  empower  people  with  dementia.  Chapter  three  concludes  with  the 
research  questions,  the  overarching  question  asking  whether  the  Values  History  can, 
in  fact,  be  used  to  empower  people  with  dementia. 
Chapter  four  describes  the  methodology  for  the  research  which  was  conducted 
between  Oct  2000  and  July  2004.  The  pilot  study  took  place  between  October  2000 
and  February  2001.  It  involved  interviewing  two  people  with  dementia  and  their 
carers  to  complete  two  Values  Histories.  Thereafter,  the  two  Values  Histories  were 
shared  with  professionals  in  three  focus  groups.  The  main  was  study  was  carried  out 
between  May  2001  and  July  2004  and  included  two  main  stages.  Firstly,  twelve 
people  diagnosed  in  the  early  stages  of  dementia  were  interviewed  twice  to  complete 
individual  Values  Histories.  Their  carers  were  interviewed  separately  and  together 
with  the  participants  with  dementia.  Secondly,  forty  professionals  were  interviewed 
and  their  views  sought  on  two  completed  Value  Histories.  Vignettes  were  used  to 
draw  out  scenarios  related  to  the  documents. 
Chapters  five  through  ten  presents  the  findings  of  the  research  thematically.  Chapter 
five  explores  how  it  feels  for  People  with  dementia  to  discuss  the  diagnosis,  prognosis 
and  future  care,  incorporating  the  views  of  their  carers  and  professionals.  Chapters 
six  through  nine  draw  on  aspects  contained  within  the  Values  Histories,  namely, 
iii independence  and  safety,  family  and  relations,  medical  values  and  general  values. 
Chapter  ten  predominantly  brings  out  the  researcher's  own  perspective  on  how  it  felt 
as  a  practitioner  carrying  out  research.  It  also  discusses  their  practical  use  in  a  clinical 
environment.  Chapter  eleven  concludes  the  thesis  by  answering  the  research 
questions  and  discusses  implications  for  future  research. 
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1.1  Introduction 
This  research  has  emerged,  in  part,  due  to  legislative  changes  which  have  taken  place  in 
Scotland.  The  main  focus  of  this  chapter  explores  aspects  of  how  the  Adults  with 
Incapacity  (Scotland)  Act  2000  relates  to  people  with  dementia.  It  also  draws  on  aspects 
I of  the  Mental  Health  (Care  and  Treatment)  (Scotland)  Act  2003,  which  was  implemented 
in  October  2005  (Scottish  Executive,  2005a). 
The  chapter  is  split  into  two  parts,  the  first  of  which  explores  how  both  Acts  relate  to 
dementia  care  and,  in  particular,  the  legal  and  ethical  issues  of  people  with  dementia 
appointing  someone  to  look  after  their  interests  should  they  lose  capacity  to  make 
decisions  for  themselves.  The  second  part  of  the  chapter  looks  more  specifically  at 
advance  directives  and  statements  from  a  legal  perspective  in  Scotland  and  evaluates  their 
usefulness  in  empowering  people  with  dementia.  It  concludes  by  discussing  the  merits  of 
Values  Histories,  and  evaluates  whether  they  could  be  adapted  to  empower  people  with 
dementia,  should  they  no  longer  be  able  to  articulate  their  own  views. 
1.2  Mental  Health  (Care  and  Treatment)  (Scotland)  Act  2003 
The  MHCT  (Scotland)  Act  2003  arose  out  of  recommendations  from  the  Millan 
Committee's  review  of  the  Mental  Health  (Scotland)  Act  1984,  which  was  set  up  to 
update  legislation  in  relation  to  changes  in  the  1990s,  incorporating  principles  from  other 
legislation  such  as  the  Human  Rights  Act  1998  and  Disability  Discrimination  Act  1995. 
The  Committee  recognised  that  through  the  NHS  and  Community  Care  (Scotland)  Act 
1990,  more  people  with  mental  impairment  were  being  treated  in  the  community.  In  the 
report  New  Directions,  the  main  principles  recommended  by  the  Committee  were  the  use 
of  "least  restrictive"  measures,  promoting  user  "autonomy  and  empowerment",  having 
the  "best  interests"  of  the  individual,  "reciprocity"  and  "protecting  from  abuse  and 
neglecf'  (Scottish  Executive,  200  1  a:  1.10). 
Although  the  MHCT  Act  was  intended  to  reform  the  procedures  concerning  detention 
under  mental  health  law,  the  Millan  Committee  recognised  there  would  be  significant 
areas  of  overlap  with  the  AWI  (Scotland)  Act,  as  in,  some  areas  the  AWI  (Scotland)  Act 
had  replaced  part  of  the  Mental  Health  1998  Act,  particularly  in  relation  to  guardianship 
and  management  of  patients'  funds  (1.25).  Regarding  significant  areas  of  overlap,  the 
report  stated: 
2 "Both  Acts  allow  certain  types  ofinedical  treatment  to  be  administered  without  the 
consent  ofthe  patient  and  both  Acts  allow  a  thirdparty  to  determine  that  the  person 
will  reside  in  a  particular  place,  again  without  their  consent.  Both  Acts  contain 
specialprovisionsfor  exceptional  treatments  "  (Scottish  Executive,  200  1  a:  1.24). 
Rather  than  the  two  Acts  work  against  each  other,  the  Committee  recommended  that 
there  should  be  a  "coherent  framework"  (1.26)  and  suggested  that  after  the  introduction 
of  the  MHCT  Act  (2003),  consideration  should  be  given  to  consolidate  the  two  pieces  of 
legislation  (1.30).  Furthermore,  the  Committee  suggested  that  although  the  principles 
within  the  two  Acts  are  not  identical,  the  MHCT  Act  (2003)  has  been  influenced  by  the 
principles  within  the  AWI  (Scotland)  Act  (2000)  (1.28). 
1.3  Adults  with  Incapacity  (Scotland)  Act  (2000) 
The  title  of  the  AWI  (  Scotland)  Act  was  altered  to  reflect  the  aspect  ofpartial  incapacity 
as  opposed  to  total  incapacity,  whereby  a  person  will  be  able  to  continue  to  make  some 
decisions  affecting  their  lives,  but  not  others  (Scottish  Executive,  1999a).  This  is  based 
on  a  "functional  approach"  which  looks  at  the  specific  situation  that  the  person  may 
encounter,  or  decision  which  the  person  has  to  make,  and  the  extent  to  which  the  person's 
capabilities  meet  the  requirements  involved  in  making  the  decision  (Winick,  1995). 
Winick  (1995)  described  it  as  "contextualised  inquiry",  which  infers  that  competence 
should  not  be  seen  as  meaning  the  same  thing  in  each  context,  but  should  be  time  and 
situation  specific.  This  also  indicates  that,  rather  than  using  global  assessment  to  assess 
cognitive  abilities,  assessments  should  be  related  to  making  specific  decisions. 
Moreover,  it  presumes  that  the  person  has  capacity  unless  a  clear  reason  can  be  given  to 
the  contrary.  In  such  circumstances  the  Act  makes  legal  provisions  for  decisions  to  be 
taken  for  the  person  should  they  become  incapable,  but  only  in  these  specific  aspects  of 
their  lives.  For  the  purposes  of  the  AWl  (Scotland)  Act  "incapable"  means  incapable  of. 
3 (a)  Acting,  or 
(b)  Making  decisions;  or 
(c)  Communicating  decisions;  or 
(d)  Understanding  decisions;  or 
(e)  Retaining  the  memory  ofdecisions  (AWI  Act,  1.6) 
Moreover,  the  Act  states  that  "incapacity"  would  be  by  reason  of  'mental  disorder'  or  an 
"inability  to  communicate  because  of  physical  disability"  (1.7).  The  MHCT  Act,  rather 
than  using  the  term  "incapacity",  uses  the  term  "significant  impairment"  of  the  person's 
"ability  to  make  decisions".  Concerning  compulsory  treatment  orders  the  MHCT  Act 
states  that: 
"because  of  the  mental  disorder  the  patient's  ability  to  make  decisions  about  the 
Provision  ofsuch  medical  treatment  is  significantly  impaired"  (57.3d). 
Furthermore,  the  Act  states  that  treatment  should  either  prevent  the  mental  disorder 
worsening,  alleviate  the  effects  or  symptoms  of  the  disorder  and  that  if  the  treatment  were 
not  provided  there  would  be  significant  risk  to  "the  health,  safety  or  welfare  of  the 
person;  or  safety  of  any  other  person"  (57.3  a,  b,  d).  Unlike  the  AWI  Act,  the  MHCT  Act 
does  not  mention  inability  in  relation  to  "communicating  decisions",  which  could 
specifically  relate  to  people  in  the  latter  stages  of  dementia  (Mitchel,  2003;  Volicer  et  al., 
2001).  The  AWI  Act  also  indicates  that  effort  should  be  made  to  communicate  with  the 
person  "by  any  means  of  communication,  whether  human  or  mechanical"  (1:  4).  Clearly, 
this  infers  that  rather  than  attempt  to  make  decisions  for  the  person  who  appears  to  be 
lacking  capacity  in  specific  areas,  effort  should  be  made  to  present  any  information  in  a 
way  that  they  understand,  assisting  the  person  to  communicate  their  wishes,  and  thus 
improving  capacity  (Atkinson,  2001;  Wong  and  Clare,  1999).  Moreover,  according  to 
Atkinson: 
"There  is  no  individual  or  societal  agreement  about  the  balance  between  respecting 
the  autonomy  of  the  individual,  protecting  that  individual  from  harm,  or  indeed, 
4 protecting  others  from  harm.  Yhis  is  reflected  by  the  fact  that  legal  standards  for 
capacity  vary  "  (2001:  12.2  1). 
This  infers  that  in  defining  capacity  a  balance  has  to  be  struck  between  the  rights  to 
freedom  of  decision  making  and  a  right  to  protection  from  harm  (Wilkinson,  2001). 
Moreover,  since  there  are  no  standard  measures  of  competency  or  decision  making 
capacity  that  relate  to  legal  standards,  decisions  can  hinge  on  value  judgements,  usually 
by  psychiatrists  (Wilkinson,  2001;  Moye,  2000;  Marson  et  al.,  1994).  For  example, 
Moye  compared  assessments  of  an  individual  with  complex  needs  and  found  variance  in 
assessments  of  competency.  Moye  further  suggest  that  the  variance  was  for  many 
reasons,  including  potentially  different  life  perspectives,  values  and  cognitive  processes 
between  evaluators  and  patients.  Similarly,  Marson  et  al  reviewed  literature  on  concepts 
underlying  competency  and  suggest  that  physicians  frequently  disagreed  with  each  other 
in  their  assessments  of  competency,  particularly  for  people  in  early  and  moderate  stages 
of  dementia.  Furthermore,  Marson  et  al  suggest  that  the  variance  was  contextual  rather 
than  an  overall  judgment  of  competency.  It  is  noteworthy  that  there  are  several  contexts 
in  which  capacity  assessments  can  have  an  influence,  including  the  interview  setting, 
time  of  day  and  the  presence  of  other  parties,  as  well  as  the  person's  anxiety  or  co- 
existing  health  complaints  (Stokes,  2001).  Indeed,  it  should  be  acknowledged  that 
assessments  can  also  take  place  in  hospital  settings  where  people  with  dementia  are  more 
likely  to  be  disoriented  (Jacques  and  Jackson,  2000).  Moreover,  perceived  behaviour 
problems,  such  as  agitation  and  aggression  can  be  viewed  as  neurological  in  nature,  when 
they  may  be  related  to  psychological  factors  and  environmental  changes  such  as  hospital 
admission  (Morton,  1999;  Steele  et  al.,  1990). 
Another  factor  which  has  to  be  considered  is  that  assessments  of  capacity  invariably  take 
into  consideration  the  accounts  of  others,  especially  close  family  members  (Royal 
College  of  Psychiatrists,  2005a).  However,  several  authors  suggest  that  family  members 
are  more  concerned  with  the  person's  safety  than  the  person's  expressed  wishes  to  remain 
independent  (Stevenson,  1999;  Lawson,  1996;  Carson,  1996).  In  such  cases 
professionals  may  feel  under  pressure  to  remove  the  person  to  a  place  of  safety  for  fear  of 
5 negligence  should  an  incident  take  place  (Titterton,  2005;  Strachan  and  Tallant,  1997). 
Moreover,  requests  for  assessment  of  incapacity  can  be  precipitated  by  crises,  with 
relatives  pleading  for  respite  or  long  term  care  for  the  person  (Stokes,  200  1).  Whilst  the 
Royal  College  of  Psychiatrists  recommended  that  assessments  of  capacity  should  be  a 
continuous  clinical  process,  frequently  they  will  be  one-off  assessments,  as  in  the  case  of 
hospital  admissions,  often  depending  on  the  emotive  views  of  relatives  (Royal  College 
Psychiatrists,  2005a;  Stokes,  200  1). 
The  aforementioned  aspects  underpin  the  complexities  of  determining  capacity  and  allude 
to  the  possibility  that  the  voices  of  people  with  dementia  can  be  lost  in  the  process.  This 
theme  is  further  developed  throughout  the  course  of  the  literature  review,  in  particular 
chapter  three  which  explores  the  concept  of  empowerment.  The  remainder  of  the  first 
part  of  this  chapter  continues  to  explore  aspects  of  the  AWI  (Scotland)  Act  that  pertain  to 
people  with  dementia,  at  times  drawing  on  the  MHCT  Act. 
1.4  Mental  disorder 
Interestingly,  both  Acts  use  the  term  "mental  disorder",  when  referring  to  conditions  to 
which  the  Acts  pertain.  According  to  the  Millan  Committee,  the  reason  both  Acts 
adopted  this  term  as  opposed  to  "mental  health  problems",  or  "mental  illness",  is  because 
it  makes  no  assumptions  as  to  the  cause  or  permanence  of  the  disability  and  is  not  bound 
by  any  particular  diagnosis  classification.  For  the  purpose  of  the  Acts  "mental  disorder" 
encompasses:  mental  illness,  learning  disability  and  personality  disorder  (Scottish 
Executive,  2001a:  4.2).  It  also  covers  dementia  and  acquired  brain  injury  with  associated 
mental  symptoms  (Scottish  Executive,  2001a:  4.27).  This  is  interesting  given  that 
dementia  is  not  classified  as  a  mental  illness  as  such,  but  as  "organic  brain  disease" 
(Jacques  and  Jackson,  2000).  It  therefore  can  be  classed  as  "mental  disorder",  but  not 
specifically  as  a  "mental  illness".  Indeed,  the  MHCT  Act  mentions  "associated  mental 
symptoms".  It  is  well  documented  that  people  with  dementia  can  suffer  "accompanying" 
mental  health  symptoms  such  as  psychosis,  depression  and  mania,  the  symptoms  of 
which  could  be  "treated  or  alleviated"  in  a  hospital  setting  (Jacques  and  Jackson,  2000). 
6 However,  one  area  of  concern  relates  to  possible  psychiatric  hospital  admission  and 
treatment  should  a  person  with  dementia  be  unable  to  give  consent.  The  anomaly  is 
whether  such  hospital  admissions  would  be  undertaken  under  the  auspices  of  the  AWI 
(Scotand)  Act,  in  that,  a  welfare  guardian  along  with  nominated  medical  practitioner  has 
the  authority  to  make  medical  decisions  in  the  person's  "best  interests",  or  detaining  the 
person  under  the  MHCT  Act.  For  example,  the  AWI  (Scotland)  Act  gives  powers  for  a 
person  to  be  admitted  to  hospital  without  their  consent  (Davidson,  et  al.,  2004;  Scottish 
Executive,  2001b:  2.51).  If  the  person  is  clearly  resistive  or  their  past  wishes  have  been 
very  opposed  to  a  particular  form  of  treatment  (e.  g.  Electro-convulsive  Therapy)  then 
consideration  should  be  given  to  admission  under  MHCT  (Gordon,  2004).  However, 
there  is  no  clarification  with  regards  to  degrees  of  resistiveness  or  the  extent  to  which  the 
person  might  have  been  "very  opposed"  to  a  particular  form  of  treatment.  Clearly, 
making  decisions  about  the  treatment  of  individuals  concerning  their  treatment  "is  one  of 
the  more  complex  interfaces  of  both  Acts"  (Gordon,  2004:  37.3). 
Both  Acts  state  that  the  views  of  others  involved  in  the  care  of  the  person  must  be  sought 
and  their  views  considered  when  making  decisions  about  the  care  or  treatment  of  the 
person.  The  AWI  (Scotland)  Act  specifically  identifies  the  person's  "nearest  relatives", 
"primary  carer"  and  "guardian  of  attorney  with  relevant  powers"  where  it  is  "reasonable 
and  practical  to  do  so"  (4b).  The  MHCT  Act  similarly  states  that  the  views  of  "any 
carer"  of  the  patient,  any  "guardian",  and  "welfare  attorney"  should  be  considered.  In 
addition  it  states  the  views  of  the  "named  person"  should  be  considered,  a  new  role  which 
is  not  mentioned  in  the  AWI  (Scotland)  Act.  The  following  section  considers  the 
aforementioned  roles. 
1.5  Continuing  and  Welfare  Power  of  Attorney 
The  AWI  (Scotland)  Act  specifically  addresses  people  with  Alzheimer's  disease  and 
dementia  as  a  group  who  could  potentially  lose  capacity  (Scottish  Executive,  2004a 
Killeen  et  al.,  2004a).  It  recommends  that  people  who  might  experience  future  incapacity 
7 should  appoint  a  "continuing"  Power  of  Attorney  and  welfare  attorney  (Killeen  et  al., 
2004b).  The  concept  of  looking  after  "welfare"  is  a  completely  new  aspect  of  the  Power 
of  Attorney  in  Scots  Law.  In  a  broad  sense  this  includes  all  but  the  most  sensitive  of 
health  and  social  care  matters  (Scottish  Executive,  2001b).  As  highlighted  in  the 
previous  section,  placing  someone  in  a  mental  hospital  against  the  person's  will  would  be 
one  such  issue  (AWI  Act,  14:  5).  The  Act  states  that  welfare  attorneys  have  to  be 
"individuals"  whereas  a  body,  such  as  a  firm  of  solicitors,  could  be  appointed  as  an 
attorney  with  financial  responsibilities  (Scottish  Executive,  2001b). 
Similar  to  the  continuing  power  of  attorney,  the  appointment  of  a  welfare  attorney  is  only 
valid  if  expressed  in  a  written  document  which  is  subscribed  to  the  granter  and 
incorporates  a  statement  which  clearly  expresses  the  person's  intention  to  whom  the 
welfare  power  applies  (AWl  Act,  2000:  14).  Clearly,  this  indicates  that  the  granter  should 
have  a  level  of  awareness  and  have  the  capacity  to  decide  who  would  best  represent  their 
views  should  they  lose  insight  and  become  incapacitated.  A  solicitor  should  assess  the 
person's  capacity  to  ascertain  that  they  have  an  understanding  of  the  implications  of 
appointing  an  attorney.  Whilst  their  assessment  should  hinge  on  the  same  aspects  as 
highlighted  in  section  1.3,  it  should  be  highlighted  that  there  can  be  conflicts  between  the 
legal  and  medical  professions'  definitions  of  capacity,  which  tend  to  hinge  on  their 
personal  values  judgments  (Wilkinson,  200  1;  Marson  et  al.,  1994).  Moreover,  there  is  a 
dearth  in  the  literature  concerning  how  much  thought  people  with  dementia  give  to 
appointing  an  attorney  and  the  extent  to  which  solicitors  ascertain  the  person's  level  of 
understanding  and  choice  (Weiler  and  Buckwalter,  1994). 
Mason  and  Wilkinson  (2002)  in  a  study  looking  at  the  characteristics  of  people  with 
dementia  who  are  users  and  non  users  of  the  legal  system,  noted  that  a  large  proportion  of 
people  with  dementia  who  had  appointed  a  Power  of  Attorney  had  an  increased 
awareness  of  legal  issues  through  past  experience  of  dementia  or  advice  from  friends  or 
family,  as  opposed  to  professional  advice.  Regarding  those  who  had  not  appointed  a 
Power  of  Attorney,  there  was  a  presumption  that  their  next  of  kin  would  be  able  to  deal 
with  legal  and  financial  matters  without  fortnalising  the  arrangements.  Moreover,  those 
8 who  considered  themselves  not  to  have  financial  assets  were  less  likely  to  formalise 
arrangements.  Clearly,  this  indicates  that  more  information  and  discussion  is  required  at 
the  time  of  diagnosis. 
1.6  Nearest  relative 
The  AWI  (Scotland)  Act  states  that  the  views  of  the  "nearest  relatives"  should  be  taken 
into  consideration  (1:  4)  in  any  actions  under  the  legislation.  It  also  states  that  the 
"primary  carer's  views"  should  also  be  taken  into  consideration,  which  acknowledges 
that  the  nearest  relative  might  not  be  the  main  carer  (Nolan  et  al.,  1996).  The  primary 
carer  is defined  as  "the  person  or  organisation  primarily  engaged  in  caring  for  an  adult" 
(AWI  Act,  87:  1).  However,  the  MHCT  Act  does  not  include  "organisations"  or  someone 
employed  to  look  after  the  person,  but  refers  to  a  person's  carer  as  "someone  who 
provides  on  a  regular  basis  a  substantial  amount  of  care  and  support  to  the  person" 
(329:  1). 
The  Report  on  Incapahle,  4dults  noted  that  carers  and  relatives  should  not  assume  to  have 
automatic  rights  to  make  decisions  for  a  person  with  incapacity  (Scottish  Executive, 
1995).  However,  it  is  interesting  to  note  that  in  a  study  carried  out  in  an  intensive  care 
unit  in  a  Glasgow  Hospital,  88%  of  100  relatives  (next  of  kin)  questioned  believed  that 
they  could  give  consent  on  behalf  of  an  incapacitated  adult  (Booth  et  al.,  2004). 
Moreover,  only  10%  were  aware  of  legislative  changes  related  to  the  AWI  (Scotland) 
Act.  In  addition,  although  only  13%  had  discussed  life  sustaining  treatment  with  their 
relative,  84%  thought  that  they  could  accurately  reflect  their  wishes.  Issues  around 
surrogate  decision  are  further  explored  in  section  1.11. 
1.7  Named  person 
Unlike  the  AWI  (Scotland)  Act,  the  MHCT  Act  creates  a  new  role  of  a  "named  person", 
who  will  be  able  to  represent  the  person  if  they  are  being  treated  under  the  Act,  although 
not  whilst  being  treated  informally,  and  will  not  necessarily  be  a  family  member  (Scottish 
9 Executive,  2004b).  The  "named  person"  will  be  nominated  by  the  person  whilst  they 
have  capacity  to  decide  and  understand  the  responsibilities  of  the  role  (Scottish 
Executive,  2005a).  They  will  be  entitled  to  act  independently  of  each  other  (NHSed, 
2005).  If  no  individual  is  chosen  by  the  person  the  "primary  carer"will  be  appointed  and 
in  their  absence  (or  if  unwilling)  the  Mental  Health  Officer  will  have  the  responsibility  to 
appoint  someone,  although  not  professionals  involved  in  the  person's  care  (Scottish 
Executive,  2004c;  Scottish  Executive,  2004d). 
Whilst  there  are  some  similarities  with  the  role  of  the  welfare  attorney,  there  are  two 
main  differences.  Firstly,  although  the  named  person  is  able  to  represent  the  interests  of 
the  person  whilst  they  are  detained  or  under  a  treatment  order,  they  do  not  take  the  place 
of  the  person  in  the  same  way  that  a  welfare  attorney  has  the  authority  to  make  health  and 
social  care  decisions  for  the  person  with  incapacity  (NHSed,  2005).  Secondly,  the  named 
person  has  no  legal  status  under  the  AWI  (Scotland)  Act,  whereas  the  welfare  attorney 
should  be  involved  at  various  stages  throughout  the  MHCT  Act  (Gordon,  2004). 
However,  in  reality,  both  welfare  attorney  and  named  person  are  likely,  although  not 
necessarily,  to  be  the  nearest  relative  or  primary  carer  and  the  principles  of  both  Acts 
incorporate  consulting  them  (MHCT:  3  8.4;  AWI  Act:  87.1). 
1.8  Advocacy 
Under  the  MHCT  Act  anyone  with  a  mental  disorder  whether  receiving  compulsory 
treatment  or  not,  is  entitled  to  receive  an  advocacy  service.  The  role  of  independent 
advocates  will  be  to  give  support  and  represent  the  person's  views,  wishes  and  feelings 
(MHCT:  259).  However,  the  role  of  the  advocacy  service  differs  from  that  of  the  "named 
person"  in  that  the  independent  advocate  will  have  no  rights  to  receive  information  or 
make  decisions  about  the  person's  care  or  treatment  (Scottish  Executive,  2005a).  Under 
the  legislation  Mental  Health  Officers  and  Health  Authorities  will  have  a  duty  to  ensure 
advocacy  services  are  available  (MHCT:  259).  Akin  to  this  the  Scottish  Executive 
established  the  Advocacy  Development  Project  which  was  established  to  support  the 
NHS  boards  and  local  authorities  in  developing  and  implementing  advocacy  plans 
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Agency  and  the  Scottish  Independent  Advocacy  Alliance  (Scottish  Executive,  2002). 
Although  the  AWI  (Scotland)  Act  encourages  advocacy  to  "stand  alongside  the  adult  to 
have  his  or  her  voice  heard"  (Scottish  Executive,  2002:  8),  there  is  no  similar  legislation 
for  an  advocacy  service  within  the  AWI  (Scotland)  Act.  However,  the  Sheriff  may 
appoint  a  "safeguard"  to  look  out  for  the  interests  of  the  person,  which  could  include 
conveying  the  person's  views  to  the  court  (AWI;  3:  4,5).  Gordon  (2004)  suggested  that 
people  subject  to  the  AWI  (Scotland)  Act  might  benefit  from  increased  access  to 
advocates,  and  it  might  be  appropriate  to  update  the  AWI  (Scotland)  Act  guidance  due  to 
the  increased  prominence  given  to  advocacy  within  the  MHCT  Act  2003.  Eighteen 
months  after  the  implementation  of  the  Act  a  report  by  the  Scottish  Executive,  stated: 
"Yhere  is  also  little  evidence  of  the  use  of  independent  advocacy  to  support  the  adult, 
which  may  reflect  a  lack  of  local  knowledge  about  services  or  the  patchy  provision  of 
such  across  Scotland"  (Killeen  et  al.,  2004b:  6.16). 
Clearly,  the  report  highlights  that  advocacy  was  not  being  taken  up  by  people  with 
dementia  or  not  being  encouraged,  due  to  lack  of  knowledge,  and  recognised  the 
provision  of  services  was  "patchy".  Another  report  by  the  Scottish  Executive  (2005b) 
also  recognised  the  lack  of  provision  and  specifically  highlighted  older  people  and  people 
with  dementia  as  groups  who  needed  advocacy.  The  report  recommended  that  services 
should  be  designed  in  a  way  that  responds  to  need  and  that  does  not  discriminate  against 
people  who  fall  outwith  the  16  -  65  age  range. 
Several  authors  and  organisations  recognised  that  people  with  dementia  are  a  vulnerable 
group  who  would  benefit  from  advocacy  (McDonald,  2004;  Alzheimer's  Scotland  - 
Action  on  Dementia,  2000;  Counsel  and  Care,  1992;  Philipson,  1990).  According  to 
Alzheimer's  Scotland  -  Action  on  Dementia,  people  with  dementia  need  advocates  for 
four  key  reasons: 
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2.  They  need  support  at  times  of  transition  when  a  major  decision  about  their  future 
care  has  to  be  reached 
3.  To  ensure  they  receive  their  legal  entitlements 
4.  To  safeguard  the  quality  of  their  care  (Alzheimer's  Scotland  -  Action  on  Dementia, 
2000:  4.1) 
It  also  highlights  that  family  members  are  not  always  the  most  appropriate  people  to  offer 
advocacy.  Indeed,  at  times,  the  role  of  an  advocate  is  needed  to  represent  the  persons' 
views  to  their  family  (Brandon,  1995;  Ivers,  1995;  Rankin,  1989).  Akin  to  this,  Burton 
(1997)  stated  that  one  of  the  differences  between  guardians  and  advocates  is  that 
guardians  can  take  powers  to  decide  what  are  the  "best  interests"  of  the  person  -a 
paternalistic  role,  whereas  advocates  seek  to  learn  what  the  person's  wishes  are  and  then 
facilitate  them  -  an  empowerment  role. 
Some  professional  groups,  especially  within  nursing  and  social  work,  believe  that  they 
are  in  the  best  position  to  occupy  the  role  of  advocate,  often  viewing  their  position  as 
mediating  between  the  patient  and  medical  staff  (Mallik,  1997;  Copp,  1988).  However, 
whilst  professionals  and  relatives  often  see  themselves  as  advocates  for  people  with 
dementia,  some  authors  suggested  that  conflicts  of  interest  can  arise  and  their  stance  can 
become  paternalistic  (Burton,  1997;  Brandon,  1995;  Ivers,  1995;  Rankin,  1989). 
Moreover,  professionals  may  perceive  independent  advocates  as  threatening  their  role 
(Rankin,  1989). 
One  difficulty  concerning  advocating  for  people  with  dementia  is  that  often  the  person  is 
referred  at  a  time  of  crisis,  in  the  middle  or  later  stage  of  the  illness  when  communication 
and  their  level  of  understanding  can  be  impaired  (Burton,  1997).  However,  this  should 
reiterate  the  importance  of  advocating  for  them,  since  the  purpose  of  advocacy  is  to 
represent  the  views  and  interests  of  vulnerable  people  who  risk  social  exclusion  (O'Brien, 
1984).  Another  difficulty  may  be  that  due  to  lack  of  insight  into  their  condition  the 
people  with  dementia  might  not  feel  they  need  an  advocate  and  be  unwilling  to  appoint 
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Some  authors  argued  that  advocacy  is  specialised  and  needed  at  "critical  transitions"  or 
specific  periods  throughout  the  person's  illness,  particularly  when  accessing  services, 
problems  of  financial  management,  considering  (or  feeling  pressurised)  to  enter 
residential  care  or  hospital  care,  and  to  assist  the  person  to  express  their  views  of  the  care 
they  are  receiving  whilst  in  long  term  care  or  in  hospital  (Riddell  and  Pearson,  2005; 
Dunning,  1995;  Phillipson,  1990).  However,  Russell  (1994)  warned  that,  especially 
within  hospital  settings,  offering  an  advocacy  service  could  be  viewed  as  "fashionable", 
giving  "token  support"  rather  than  to  genuinely  empower. 
Similarly,  whilst  the  policy  paper  Our  National  Health,  A  Plan  for  Action,  A  Plan  for 
Change  (Scottish  Executive,  2000b)  required  all  Health  Boards  to  ensure  that 
independent  advocacy  was  available  to  all  patients  by  December  2001,  a  study  looking  at 
hospital  policies  in  relation  to  cardiopulmonary  resuscitation  in  22  hospital  Trusts  noted 
there  was  little  evidence  of  this  taking  place  (Riddell  and  Pearson,  2005).  The  study, 
conducted  in  2003,  concluded  that  the  Trusts  needed  to  review  their  policies  to  ensure 
that  staff  were  aware  of  patients'  rights  to  advocacy  and  to  ensure  that  advocates  were 
available.  Moreover,  the  possibility  of  a  family  member  or  friend  acting  as  legal  proxy 
was  not  routinely  considered.  Clearly  this  indicates  that  some  Trusts  give  "token 
support"  not  only  to  advocacy,  but  also  to  encourage  the  appointment  of  surrogate 
decision  makers  (Russell,  1994). 
The  first  part  of  this  chapter  explored  how  the  legal  system  in  Scotland  is  designed  to 
promote  autonomy  and  protection  for  people  with  dementia.  It  highlights  that  measures, 
such  as  appointing  a  welfare  attorney,  "named  person"  and  advocates  can  fulfil  such  a 
function,  especially  when  discussions  take  place  with  the  person  to  ascertain  their  views. 
However,  an  underlying  theme  throughout  the  literature  review  is  that,  often,  the  voice  of 
people  with  dementia  can  be  lost  and  they  can  be  disempowered  though  "value 
judgments"  of  professionals  and  relatives  regarding  what  are  in  their  "best  interests". 
This  then  is  further  developed  in  chapter  three. 
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decision  making  process  and  in  particular  the  use  of  advance  directives  and  statements  to 
represent  their  views  should  they  lose  capacity  to  make  decisions  for  themselves.  It 
begins  by  highlighting  the  main  principles  of  both  Acts  that  should  be  considered  at  all 
stages  throughout  the  legal  process.  It  also  highlights  the  difficulties  in  achieving  this. 
Part  two 
1.9  "Present  and  past  wishes" 
One  of  the  main  principles  contained  within  both  Acts  that  sets  the  theme  for  the 
proposed  research  is  concerning  "the  present  and  past  wishes  and  feelings"  of  the  person 
(AWI  1;  MHCT  3a).  According  to  the  AWI  (Scotland)  Act: 
"A  person  proposing  to  do  anything  under  the  legislation  must  take  into  account  the 
present  andpast  wishes  andfeelings  ofthe  adult  with  incapacity,  sofar  as  these 
can  he  ascertained  " 
This  statement  is  directed  to  "anyone  doing  anything"  under  the  legislation.  However,  it 
is  interesting  to  note  that  the  aforementioned  study  looking  at  policy  guidelines  relating 
to  cardio  pulmonary  resuscitation  within  Health  Care  Trusts,  notes  that  reference  to  AWI 
(Scotland)  Act  differed  considerably  across  hospital  Trusts  (Riddell  and  Pearson,  2005). 
Whilst  the  duty  to  seek  the  "present  and  past  wishes"  is  emphasised  in  some  documents, 
over  half  of  the  22  hospital  Trusts  had  no  reference  to  the  legislation  in  their  policies. 
Moreover,  how  views  might  be  sought  from  people  with  communications  difficulties  was 
rarely  mentioned. 
It  should  be  noted  that  seeking  the  "present  and  past  wishes"  of  the  adult  with  incapacity 
is  not  only  the  duty  of  professionals  involved  with  the  legislation  such  as  legal,  medical, 
nursing,  mental  health  officers,  but  also  relatives,  carers,  attorneys  and  the  "named 
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regarding  care  and  treatment,  but  should  be  able  to  express  what  they  feel  the  person's 
past  wishes  would  have  been,  in  effect  being  a  surrogate  decision  or  proxy  decision 
maker.  The  following  section  explores  what  this  entails  and  some  of  the  concerns  about 
surrogate  decision  making. 
1.10  Proxy  or  surrogate  decision  making 
According  to  Tomlinson  et  al  (1990)  the  standard  required  from  the  proxy  decision- 
maker  is  for: 
"the  decision  maker  to  attempt  to  make  the  same  decision  as  the  incompetent  patient 
would  make  ahout  his  own  care,  from  knowledge  ofthatperson's  values  and 
preferences"  (1990:  60). 
Theoretically,  the  advantage  of  appointing  a  proxy  decision-maker  is  that  the  proxy  will 
act  on  the  patient's  welfare  and  act  on  the  values  of  the  person.  Taking  into  account  the 
present  and  past  wishes  of  the  person  implies  a  high  level  of  knowledge  about  the 
person's  identity  and  values  and  an  ability  to  empathise  with  them  and  represent  their 
views.  However,  Tomlinson  et  al's  (1990)  study  shows  that  close  family  members 
performed  only  slightly  better  in  reflecting  the  elderly  patient's  interests  than  physicians. 
The  study  also  compares  close  family  members'  substitute  judgements,  with  a  nominated 
decision-maker  chosen  by  the  patient.  No  significant  difference  was  found  between  the 
two  groups.  High  and  Turner  (1987)  argue  that  elderly  people  choose  a  certain  family 
member  as  a  proxy  because  of  "tacit  understanding"  between  them.  A  person  may 
therefore  choose  a  specific  family  member  to  act  on  their  behalf,  but  this  does  not 
guarantee  accurate  substitute  decision  making.  Indeed,  an  individual  may  feel  obliged  to 
choose  a  spouse  as  a  Power  of  Attorney,  although  another  family  member  may  well 
represent  their  values  more  accurately. 
With  regards  to  discrepancies  between  family  members  and  the  elderly  patients,  the 
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substitute  judgement  tend  to  favour  treatment  over  non-treatment.  Thus,  a  family's 
substitute  judgement  is  more  likely  to  violate  the  person's  wishes  to  reject  treatment  than 
it  is  to  violate  his  or  her  desire  to  have  treatment.  They  point  out  that  this  error  may  be 
more  acceptable  to  the  courts,  although  not  to  the  patients  who  favour  non-treatment. 
Other  studies  have  shown  that,  especially  in  relation  to  end  of  life  decisions,  there  are 
discrepancies  between  what  a  person  would  choose  for  themselves  and  a  surrogate 
decision  maker  would  choose  for  them  (Hare  et  al.,  1992;  Seckler  et  al.,  1991;  Zweibel 
and  Cassel,  1989).  Grossberg  (1998)  suggested  that  these  difficulties  can  arise  because 
of  poor  and  inadequate  communication  prior  to  the  progression  of  the  illness.  Moreover, 
conflicts  of  interests  on  the  part  of  the  surrogate  decision-maker  could  arise.  They  point 
out  that  it  is  extremely  difficult  to  choose  what  another  person  would  choose  in  a  critical 
medical  situation,  even  with  a  good  knowledge  of  the  person's  values,  religious  beliefs 
and  lifestyle. 
Pearlman  (1994)  pointed  out  that  difficulties  can  often  arise  because  proxy  decision 
makers  find  it  difficult  to  discuss  the  topics  of  incapacity  and  mortality  openly  with  the 
relative  before  they  become  incapacitated.  Moreover,  there  have  been  appellate  court 
decisions  related  to  proxy  refusals  of  treatment,  which  have  been  premised  on  strong 
doubts  about  the  family  member's ability  to  render  an  accurate  substitute  judgement. 
Independent  evidence  of  what  the  person's  wishes  were,  would  have  been  sought  on  such 
occasions  (Rhodan,  1988). 
As  an  alternative  or  adjunct  to  appointing  a  proxy,  advance  directives  have  been 
suggested  as  a  way  to  represent  a  person's  wishes  should  they  become  incapacitated 
(Fagerlin  and  Schneider  2004;  Zronek  et  al.,  1999;  Docker,  1996).  The  following  three 
parts  of  this  chapter  explore  the  advantages  and  disadvantages  of  completing  a  directive 
and  how  they  pertain  to  people  with  dementia.  Firstly,  it  discusses  the  legality  of  their 
use  in  Scotland. 
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The  Law  Commission's  paper  on  Mental  Incapacity  (Scottish  Executive,  1995)  initially 
appeared  to  look  favourably  upon  legislating  for  living  wills  and  advance  directives, 
recognizing  that  the  law  at  that  time  was  outdated  and  needed  re-examining.  However,  in 
response  to  the  recommendations,  the  government  proposed  in  Making  the  Right  Moves 
(Scottish  Executive,  1999b)  that  due  to  the  division  of  public  opinion,  it  was  not 
appropriate  to  legislate  on  advance  directives.  It  was  argued  by  those  opposed  to  advance 
directives  that  there  was  not  enough  widespread  support  for  their  use,  and  that  they 
tended  to  be  backed  by  "special  interest  groups".  One  of  the  main  concerns  highlighted 
was  that  living  wills  could  not  cover  all  possible  situations  which  might  arise.  Indeed,  it 
was  argued  that,  in  some  cases,  advance  directives  could  produce  "unintended  and 
undesirable  results"  (Scottish  Executive,  1999a:  6.14).  Moreover,  the  report  recommended 
that,  rather  than  legislate  further  for  their  use,  consideration  should  be  given  to  the  British 
Medical  Association  (BMA)  Code  of  Practice  (BMA,  1995)  and  guidance  from  "case 
law". 
The  British  Medical  Association,  whilst  "welcoming"  the  Government's  recognition  of 
its  Code  of  Practice,  stated  they  would  have  found  it  "helpful"  to  have  limited  legislation 
to  translate  common  law  into  statute  to  clarify  the  non  liability  of  doctors  who  act  in 
accordance  with  the  directives.  Clarifying  the  legal  position  of  advance  directives  in 
common  law  the  BMA  Code  of  Practice  stated: 
"Common  law  establishes  that  an  informed  refusal  of  treatment  made  in  advance  by 
an  adult  who  understands  the  implications  of  that  decision  has  the  same  legal  power 
as  a  contemporaneous  refusal.  In  order  to  he  legally  binding,  the  individual  must 
have  envisaged  the  type  of  situation  which  has  subsequently  arisen.  In  all 
circumstances,  a  contemporaneous  decision  by  a  competent  individual  overrides 
previously  expressed  statements  by  thatperson  "  (2003:  4.1). 
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Practice  stated  that  practitioners  must  ascertain  the  past  and  present  wishes  andjeelings 
of  the  individual  (3.3).  The  code  further  stated  that  "carefully  discussed"  advance 
statements  can  have  an  "important  place"  in  creating  a  more  "balanced  partnership" 
between  patients  and  health  staff  (8.1).  It  also  stated  that  an  individual  must  have  an 
"understanding  of  the  implications"  of  their  statement  in  relation  to  their  choice  of 
treatment  or  non-treatment  and  only  then  can  "significance  be  attached  to  it"  (8:  1). 
Indeed,  this  is  similar  to  the  legislation  within  the  AWI  (Scotland)  Act  (2000)  regarding  a 
person  appointing  a  welfare  attorney  or  continuing  power  of  attorney  and  the  "named 
person"  within  the  MHCT  Act  (2003),  whereby  the  individual  must  demonstrate  an 
awareness  of  the  functions  and  role  of  the  appointee.  With  regards  to  the  validity  of 
advance  directives,  many  court  cases  have  concentrated  on  the  person's  capacity  at  the 
time  when  completing  the  advance  directive  and  their  level  of  understanding  about  the 
implications  for  the  future  (Treloar,  1999). 
Whilst  some  authors  recommended  that  all  people  should  consider  completing  an 
advance  directive  (Knox,  2003;  Kuczewski,  1994)  others  argued  that  it  is  more 
appropriate  for  a  person  to  complete  an  advance  directive  if  they  have  been  diagnosed 
with  a  disease  or  disability  (Jacobson  et  al.,  1996;  Schonwetter  et  al.,  1995).  This  appears 
to  be  the  stance  taken  by  the  BMA  (2003a),  stating  that  any  diagnosis  of  life  threatening 
illness  or  foreseeable  deterioration  of  mental  faculties  should  be  "raised  sensitively"  by 
medical  staff,  and  backed  up  with  "support  and  information"  so  that  people  can  plan 
ahead  without  being  pushed  into  committing  themselves  to  a  particular  course  (6.3). 
However,  advance  directives  are  only  one  option  which  the  person  can  consider,  as  well 
as  generally  making  their  thoughts  known  to  the  medical  team  and  families  and  having 
their  views  recorded  in  medical  notes  (BMA/RC/RCN,  2001).  Conversely,  some  opine 
that  recording  information  in  medical  notes  is  open  to  objectification  and 
depersonalisation  of  the  person  and  may  obscure  their  fundamental  values  (Polkinghorne, 
1996). 
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group  who  could  benefit  from  them  when  they  reach  the  terminal  stage  of  the  illness 
(Mitchel,  2003a;  Grossberg,  1998;  Dresser,  1995;  BMA,  1995).  This  would  allow  them 
the  opportunity  to  discuss  all  the  implications  of  the  disease  and  future  treatment  options 
with  their  doctor  while  they  have  capacity  to  make  decisions  (Mitchel,  2003a;  Dresser, 
1995).  However,  several  authors  pointed  out  that  planning  for  future  care  requires  a 
sophisticated  understanding  of  the  options  of  care  and  treatment  with  which  even 
cognitively  intact  people  can  experience  difficulties  (Cohen-Mansfield  et  al.,  2003; 
Silveira  et  al.,  2000;  Appelbaum  and  Grisso,  1995).  The  aspect  of  discussing  the  future 
with  people  with  dementia  is  further  explored  in  chapter  two. 
As  highlighted  in  this  section,  there  has  been  much  debate  about  the  use  of  advance 
directives  over  the  years  (Mitchel,  2003;  Cohen-Mansfield,  2003;  Grossberg,  1998).  The 
following  section  explores  this  debate  looking  at  the  advantages  and  disadvantages  of 
advance  directives. 
1.11b  Advantages  and  disadvantages  of  advance  directives 
One  of  the  main  arguments  put  forward  by  those  advocating  advance  directives  is  that  the 
person  will  have  autonomy  over  their  life  and  death  should  they  become  incapacitated. 
This  in  turn  can  have  positive  psychological  benefits,  giving  the  person  a  degree  of 
control  and  peace  of  mind  regarding  the  future  (Volicer  et  al.,  2001,  Rushton,  2001; 
Emanuel  and  Emanuel,  1992;  Doukas  and  McCulloch,  1991).  In  some  cases  this  can  be 
precipitated  by  lack  of  trust  or  satisfaction  with  care  received  (Hauser  et  al.,  1997),  and  in 
others  through  fear  of  developing  a  specific  illness,  such  as  dementia,  or  a  fear  of  an 
undignified  or  prolonged  death.  A  study  by  Schiff  et  al  (2000)  showed  that  developing 
dementia  was  the  most  feared  disabling  condition,  in  which  the  vast  majority  (78%)  of 
elderly  participants  would  not  want  active  treatment  in  the  latter  stages.  Moreover,  Hiller 
et  al  (1995),  in  a  vignette  study  ascertaining  physicians'  preferences  regarding  treatment 
options  for  chronic  conditions,  reported  that  dementia  was  consistently  the  condition  in 
which  most  medical  staff  would  not  want  to  be  resuscitated  should  they  have  a 
19 myocardial  infarction.  Freeing  family  and  health  staff  from  the  burden  of  having  to  make 
difficult  decisions  is  also  seen  as  a  benefit  (Docker,  1996). 
The  disadvantages  of  advance  directives  are  well  documented  and  include  areas  such  as 
the  person's  views  changing  without  them  updating  it  to  reflect  the  change,  a  person  may 
also  feel  under  pressure  to  complete  the  document  to  free  their  family  from  the  burden  of 
watching  them  suffer,  a  badly  drafted  advance  directive  can  lead  to  confusion  and  result 
in  the  person  being  treated  differently  from  the  way  they  intended,  they  might  not 
understand  the  implications  of  their  advance  statement,  technology  may  change  and  new 
treatment  options  might  not  be  reflected  in  their  advance  directive,  documents  can  either 
be  too  detailed,  not  allowing  for  every  eventuality  or  too  vague,  not  giving  any  directions 
(Fagerlin  and  Schneider,  2004;  Zronek  et  al.,  1999;  Docker,  1996). 
Another  aspect  is  that  the  person  might  not  receive  the  outcome  they  desired,  for 
example,  the  refusal  of  antibiotics  for  a  chest  infection  could  lead  to  a  more  stressful 
death  as  opposed  to  a  "dignified"  or  peaceful  death  (Treloar,  1999).  Akin  to  this 
Thompson  (2003),  in  a  small  qualitative  study  in  Glasgow,  found  that  decisions  made  by 
health  professionals  about  the  "right  thing  to  do"  when  confronted  with  a  hypothetical 
advance  directive  applied  to  a  critical  care  vignette,  varied  widely.  The  study  found  that 
participants  differed  in  their  interpretation  of  ambiguous  phrases  such  as  "life 
threatening"  and  "severe  degenerative  disease".  The  question  of  whether  antibiotic 
treatment  was  palliative  and  therefore  allowable  under  the  terms  of  the  advance  directive 
was  also  ambiguous,  with  five  of  twelve  interviewees  favouring  antibiotic  treatment  for 
the  patient's  pneumonia,  whereas  six  opposed  it.  Finally,  it  can  be  argued  that  a  person  is 
unable  to  anticipate  or  envisage  how  they  would  feel  if  incapacitated  (Berghmans,  1997; 
Dresser,  1995).  This  is  further  explored  in  chapter  three. 
Section  1.11  highlighted  that  some  relatives  find  it  difficult  to  differentiate  between  their 
own  values  and  the  person  with  incapacity  (Hare  et  al.,  1992;  Seckler  et  al.,  1991; 
Zweibel  and  Cassel,  1989).  Moreover,  it  is  noteworthy  that  doctors'  values  can  range 
from  those  who  believe  in  euthanasia  to  those  who  believe  in  the  sanctity  of  life,  which 
20 can  influence  their  perceptions  of  quality  of  life  and  the  circumstances  in  which  efforts 
should  be  made  to  prolong  life  (Riddell  and  Pearson,  2005).  However,  whereas  in  the 
past  medical  staff  were  relatively  free  to  make  clinical  judgments  on  end  of  life  issues, 
there  is  an  increased  emphasis  on  the  rights  of  individuals  to  have  the  final  say  with 
regards  to  whether  life  sustaining  treatment  is  carried  out  or  not  (Caron  et  al.,  2005; 
Riddell  and  Pearson,  2005).  The  following  section  explores  some  of  the  issues 
concerning  end  of  life  decisions  and  hearing  the  voice  of  the  person  with  dementia. 
1.11c  End  of  Life  Decisions 
As  highlighted  in  section  I.  Ila,  the  Scottish  Executive  decided  not  to  legislate  for 
advance  directives,  indicating  that  to  do  so  could  "produce  unintended  and  undesirable 
results  in  individual  cases"  (Scottish  Parliament,  1999b:  91).  The  report  also  mentioned 
"the  withholding  or  withdrawal  of  treatment  from  patients  who  may  be  in  a  persistent 
vegetative  state"  alluding  to  the  false  assumption  that  advance  directives  are  only  related 
to  withholding  treatment.  However,  at  times  the  opposite  may  be  the  case.  For  instance, 
it  has  been  suggested  that  disabled  people  benefit  from  living  wills  to  inform  doctors  that 
they  want  to  be  resuscitated  in  the  event  of  cardiac  arrest  (Riddell  and  Pearson,  2005). 
This  is  due  to  concerns  that  systems  used  by  health  economists  to  prioritise  patients  for 
particular  procedures,  based  on  quality  of  life  years,  are  biased  against  disabled  people. 
Their  argument  is  that  the  system  could  result  in  some  doctors  judging  the  lives  of 
disabled  people  to  be  lower  in  quality  than  non  disabled  people,  due  to  lower  life 
expectancy  (Disability  Rights  Commission,  2002).  Indeed,  there  have  been  instances 
where  some  have  written  living  wills  to  ensure  that  their  wishes  to  have  life  supporting 
treatment  are  respected.  In  one  recent  case  a  terminally  ill  man,  who  feared  that  one  day 
medical  staff  would  stop  feeding  him,  won  a  "landmark  judgment"  through  the  English 
courts  for  his  living  will  and  his  wish  for  treatment  to  be  respected  (Dyer,  2004;  Meikle, 
2004). 
Concerning  end  of  life  care,  the  code  clarifies  that  although  the  law  is  not  clear,  people 
should  not  be  able  to  instruct  a  refusal  of  'basic  care'  (BMA  2003:  2.3).  Although  the 
21 code  states  that  defining  basic  care  is  "problematic"  it  clarifies  that  "basic  care"  includes 
procedures  which  are  essentially  designed  to  keep  an  individual  "comfortable"  and 
generally  includes  aspects  such  as  warmth,  shelter,  pain  relief,  management  of  distressing 
symptoms,  such  as  breathlessness  and  vomiting,  and  hygiene  measures,  such  as 
management  of  incontinence  (2.3).  The  code  also  includes  the  administering  of  medicine 
which  is  "solely  or  primarily"  designed  to  improve  comfort  or  "alleviate  the  person's 
pain,  symptoms  or  distress". 
Concerning  nutrition  and  hydration,  the  code  states  that  it  should  be  "made  available", 
but  not  given  to  a  person  whose  advance  directive  indicates  opposition.  It  points  out  that 
close  consideration  should  be  paid  to  the  person's  verbal  and  non  verbal  communication. 
Should  the  person  indicate  desire  for  nutrition,  their  current  desire  would  supersede  their 
advance  directive.  The  code  states  that  invasive  measures  such  as  tube  feeding  should 
not  be  instituted  contrary  to  a  clear  advance  refusal  (BMA,  2003:.  2.3). 
According  to  some,  along  with  the  use  of  antibiotics,  cnteral  (or  tube  feeding)  is  one  of 
the  main  issues  involved  in  sustaining  life  in  the  terminal  stage  of  dementia  care 
(Mitchel,  2003b;  Volicer  et  al.,  1998;  Zanetti  and  Bianchetti,  1996).  Survival  can  be 
prolonged  for  up  to  six years  (Peck  et  al.,  1990).  The  Alzheimer's  Society  in  its  response 
to  the  Joint  Committee  on  the  Draft  Mental  Capacity  Bill  stated  that  they  had  "serious 
concerns"  about  the  frequency  with  which  people  in  the  terminal  stages  of  dementia  arc 
artificially  fed  and  hydrated  by  tube  (Alzheimer's  Society,  2005a). 
A  study  in  Italy,  by  Zanetti  and  Bianchetti  (1996),  claimed  that  73%  of  geriatric  nurses, 
from  a  total  of  232  nurses,  felt  it  was  appropriate  to  use  enteral  feeding  to  severely 
demented  patients.  It  is  interesting  to  compare  this  with  a  study  by  Low  (2003)  which 
showed  that  the  majority  of  elderly  people  would  not  want  their  life  sustained  this  way. 
The  majority  (38)  of  elderly  participants  felt  it  was  appropriate  to  receive  antibiotics  in 
the  latter  stage  of  dementia,  but  only  12  from  a  total  of  52  participants  felt  Percutaneous 
Endoscopic  Gastroscopy  (peg)  feeding  was  appropriate. 
22 Furthermore,  a  study  by  Mitchel  (2003a)  showed  that  there  was  an  association  between 
nursing  homes  with  a  lower  prevalence  of  residents  with  advance  directives  and  a  greater 
use  of  tube  feeding.  Other  studies  report  that  the  absence  of  living  wills,  do-not- 
resuscitate  orders,  and  specific  directives  against  artificial  nutrition  are  associated  with  an 
increased  likelihood  of  tube  feeding  (Ahronheim  et  al.,  2001;  Gessert  et  al.,  2001). 
However,  one  cannot  presume  this  would  be  the  same  in  the  UK,  due  to  geographical 
variances  in  the  use  of  advance  directives  and  artificial  nutrition  in  the  latter  stages  of 
dementia.  For  example,  research  by  Collins  et  al  (1999)  found  that  Scottish  GPs 
questioned  the  status  of  advance  directives,  and  did  not  consider  that  they  should  guide 
subsequent  clinical  decisions,  whereas  in  the  USA  all  federally  funded  health  institutions 
have  a  duty  to  ascertain  if  patients  have  completed  an  advance  directive  and  notify 
patients  of  their  right  to  have  one  (Atkinson  et  al.,  2003). 
1.12  Advance  statements 
It  is  interesting  that  the  Scottish  Executive  recommend  that  the  person  appointing  a 
welfare  attorney  should  be  encouraged  to  "keep  a  note"  of  their  views  on  how  they  would 
"hope  to  be  cared  for  in  the  future,  religious  or  spiritual  matters  and  any  particular 
difficulties  in  family  relationships"  (Scottish  Executive,  2004e).  Clearly,  this  indicates 
that  whilst  the  person  still  has  capacity  and  insight  into  their  condition  there  should  be  in 
depth  discussion  and  open  dialogue  about  the  future  prognosis  of  the  illness.  However, 
they  do  not  specifically  recommend  that  the  person  with  dementia  should  make  an 
advance  statement.  This  is  in  contrast  to  the  MHCT  Act  (2003)  which  actively 
encourages  the  person  with  mental  impairment  to  make  an  advance  statement  (275.1)  and 
sets  out  legal  measures  to  which  the  tribunals  may  refer.  According  to  the  Act  the 
definition  of  an  advance  statement  is: 
"Advance  statement:  a  written,  witnessed  document  made  when  the  patient  is  well, 
setting  out  how  he  or  she  would  prefer  to  be  treated  (or  not  treated)  if  they  were  to 
become  ill  in  1hefuture"  (Scottish  Executive,  20040). 
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dementia  which  is  a  progressive  illness  (Jacques  and  Jackson,  2000)  many  mental 
illnesses  fluctuate  and  are  episodic  (Kessing,  2004;  Jibson  and  Tandon,  2002).  Indeed, 
the  guidance  notes  to  the  MHCT  Act  (2003)  indicate  that  people  who  have  experienced 
recurrent  hospital  admission  will  be  in  a  better  position  to  complete  advance  statements. 
Furthermore,  the  BMA  Code  of  Conduct  makes  reference  to  a  person  with  mental  illness 
"regaining  insight",  and  then  making  an  advance  statement  about  their  preferences  and 
future  treatment  options.  Adverse  effects  of  medication  and  the  person's  view  on 
Electro-convulsive  Therapy  are  two  examples  which  could  be  recorded  (7.5). 
The  concept  of  advance  statements,  within  the  legislation,  has  been  broadly  welcomed  by 
mental  health  advocacy  organisations  such  as  the  Manic  Depressive  Fellowship,  National 
Schizophrenia  Fellowship  and  MIND  (Atkinson  et  al.,  2003).  Moreover,  the  National 
Institute  of  Clinical  Excellence  (NICE)  and  the  Heath  Technology  Board  for  Scotland 
have  recommended  their  use  in  relation  to  antipsychotic  drugs  which  can  have  marked 
side  effects  and  the  BMA  strongly  supports  their  use  seeing  them  as  a  way  of  patients 
with  mental  health  problems  exercising  autonomy'  (BMA,  2003b;  NICE,  2002). 
As  highlighted,  the  AWI  (Scotland)  Act  (2000)  did  not  legislate  for  advance  statements, 
which  could  have  possibly  benefited  people  with  dementia.  Indeed,  it  is  possible  that 
some  people  with  dementia  could  have  been  prescribed  psychiatric  medication  for  illness 
such  as  depression  and  anxiety,  before  the  onset  of  dementia  and  have  clear  views  on 
future  treatment  (Cannon-Spoor,  2005;  Heun  et  al.,  2003).  Moreover,  chapter  two 
highlights  that  insight  and  awareness  can  fluctuate  and  therefore  some  people  with 
dementia  could  be  in  a  position  to  complete  them  during  lucid  periods.  Lewi-body 
dementia,  for  example,  is  characterised  by  the  person  having  acute  confusional  states, 
followed  by  periods  of  lucidity  and  insight  (Jacques  and  Jackson,  2000).  It  is  interesting 
to  note  that  the  Alzheimer's  Society  in  their  comments  about  the  draft  Mental  Capacity 
Bill  (England)  stated  that  the  Bill  would  be  improved  if  its  proposals  were  broadened  to 
include  advance  statements  and  not  just  advance  directives  (Alzheimer's  Society,  2004). 
Furthermore,  the  Scottish  Executive  report  comparing  the  two  Acts  suggests  that,  in  view 
24 of  the  MHCT  Act  legislation,  advance  statements  are  likely  to  become  "good  practice" 
and  will  "require  revision"  within  the  AWI  (Scotland)  Act  (Gordon,  2004:  3.6.4). 
According  to  the  BMA  Code  of  Practice  advance  statements  "can  list  the  individual's 
values  as  a  basis  for  others  to  reach  appropriate  decisionsý'  and  can  be  "particularly 
helpful"  in  determining  what  is  in  the  person's  best  interests  (2003:  7.1).  In  a  similar  vein 
High  (1994)  suggested  that  one  should  "seriously  consider"  advance  directives  for  people 
with  dementia  which  include  information  other  than  preferences  regarding  where  they 
would  want  to  stay  as  the  illness  progresses.  Knox  (2003)  also  opined  that  including 
people's  values  and  personal  information  would  have  more  impact  with  medical  staff. 
Atkinson  et  al  (2003)  note  that  the  term  "advance  statement"  and  "advance  directives" 
can  have  different  connotations,  both  within  the  UK  and  internationally.  Indeed,  another 
term  which  is  used  in  the  MHCT  Act  is  for  a  "personal  statement"  to  accompany  the 
advance  statement.  This  does  not  have  the  same  standing  in  law  and  does  not  need  to  be 
signed  or  witnessed.  Aspects  of  the  person's  life  which  are  important  to  them,  such  as 
spiritual  values,  dietary  needs,  hobbies  and  family  life  are  some  of  the  examples  given  in 
the  guidance  to  patients  (Scottish  Executive,  2004e).  ý 
Akin  to  this,  several  authors  have  discussed  the  benefits  of  biographical  and  life  story 
work  with  people  with  dementia  (Carlyle  and  Schofield  2004;  Godwin,  2002;  Winner 
1996;  Pietrukowicz  and  Johnston,  1991),  the  benefits  of  which  will  be  explored  in  more 
detail  in  chapter  three.  Moreover,  chapter  two  highlights  that  people  with  dementia  are 
being  diagnosed  earlier  and  there  is  therefore  the  possibility  to  engage  with  them  to 
complete  advance  and  personal  statements  before  they  lose  capacity  (Ashley  and 
Schofield,  2002;  Winner,  1996). 
Winner  (1996)  suggested  that  a  partnership  should  be  built  with  people  with  dementia 
from  as  early  a  stage  of  the  disease  as  possible  to  establish  the  person's  views  and 
preferences.  This  early  intervention  and  partnership  approach  would  allow  the 
practitioner  to  build  a  rapport  with  the  person  and  to  understand  their  communication 
25 pattern  (Ashley  and  Schofield,  2002).  Winner  (1996)  further  suggested  that  precise 
documentation  and  sharing  of  information  regarding  the  person's  views  and  their  lifestyle 
choices  and  preferences.  This  would  allow  staff  to  see  the  whole  person  and  build  a 
profile  or  biography  of  the  person  which  could  form  a  future  point  of  reference  for  the 
individual,  their  carers,  relatives  and  professionals  (Carlyle  and  Schofield  2004;  Godwin, 
2002).  Winner  (1996)  continued  that  the  record  could  be  called  up  and  pondered  over 
when  communication  becomes  impaired  in  later  stages  of  the  illness.  Akin  to  this,  one 
such  approach  discussed  in  the  remainder  of  this  chapter  is  the  Values  History 
(Thompson,  2003;  Docker,  2000;  Lambert  et  al.,  199  1;  Gibson,  1990). 
1.13  Values  Histories 
The  Values  History  takes  a  goal  base  rather  than  a  prescriptive  approach,  giving  guidance 
on  policy  to  be  implemented,  rather  than  specific  instructions.  It  identifies  core  values 
and  beliefs  which  are  important  to  the  individual  (Thompson,  2003;  Docker,  2000).  It  can 
be  used  either  as  an  adjunct  to  the  advance  directive  or  an  independent  document, 
(Lambert  et  al.,  1991;  Gibson,  1990).  The  values  are  recorded  as  a  basis  for  medical 
treatment,  should  the  person  lose  capacity  (Kolarik  et  al.,  2002;  Doukas  and  McCulloch, 
1991).  According  to  Doukas  and  McCulloch: 
"The  validity  of  Values  History  is  based  on  a  basic  ethical  consideration:  the  Values 
History  enhances  the  autonomy  ofthe  patient  in  a  way  that  advance  directives  do 
not,  by  clarifyingfor  the  health  care  team  the  patients  expressed  values,  underlying 
decisions  to  be  carried  out  when  decision  making  by  the  patient  is  no  longer 
possible.  "  (1991:  124) 
Similarly,  Gibson  (1990),  although  an  advocate  of  advance  directives  opines  that  whereas 
advance  directives  deal  with  hypothetical  situations  which  may  not  arise,  the  Values 
History  deals  with  "who  the  individual  is  now".  He  therefore  suggested  that  the  Values 
History  should  be  completed  to  complement  the  advance  directive,  allowing  health  care 
professionals  to  know  the  underlying  attitudes  of  the  person,  and  thus  empathise  with 
26 their  situation.  Schneiderman  et  al  (1992)  also  asserted  that  an  advance  directive  is  based 
on  treatment  preferences,  but  does  not  elicit  the  state  of  health  that  the  person  would  find 
acceptable.  However,  a  Values  History  could  enhance  the  autonomy  of  the  person  and 
allow  clinicians  to  manage  more  reliably  the  uncertainties  which  surround  advance 
directives.  On  the  other  hand,  it  could  be  argued  that  by  being  subject  to  interpretation  by 
health  care  staff,  it  is  open  to  "vagaries  of  acceptance  and  non  acceptance"  (Docker, 
1996:  198). 
Others  have  argued  that  Values  Histories  can  be  used  independently  to  describe,  not 
necessarily  the  medical  conditions  with  which  they  would  not  want  to  live,  but  the  deep 
rooted  beliefs  which  are  important  to  them,  addressing  their  goals,  hopes  and  fears 
(Dickens,  1993;  Keilstein  and  Sass,  1993).  According  to  Keilstein  and  Sass: 
"Since  story  hased  assessments  do  not  provide  ready  made  recipesfor  medical 
intervention,  they  challenge  good  clinicalpractice  to  integrate  value  assessment  with 
medical  assessment,  and  improvedphysician-patient  interaction  into  ongoing  stories 
ofcure  and  care  "  (1993:  313). 
Dickens  (1993)  also  argued  the  same  point,  but  criticises  advance  directives  for  being  too 
specific  and  detailed.  He  argued  that  the  more  detailed  the  advance  directive,  the  more 
likely  it  is  to  vary  from  the  events  that  actually  occur.  He  opined  that  the  Values  History, 
on  the  other  hand,  allows  the  person  to  express  themselves  in  their  own  terms  and  will  be 
less  off  putting  to  those  without  medical  or  legal  knowledge  (Dickens,  1993). 
According  to  Docker  (1996)  some  of  the  preferences  which  could  be  documented  within 
Values  History  include  customary  routines,  preferred  activities  inside  and  outside  the 
home,  religious  and  spiritual  values,  personal  privacy  issues,  preferences  regarding  use  of 
medication,  (possible  trade  off  between  minimising  pain  and  maximising  functioning), 
anticipated  events  or  milestones,  important  events,  preferences  regarding  involving  or  not 
involving  family  in  indirect  care,  preferred  characteristics  and  components  of  direct  care 
providers,  features  related  to  a  living  environment,  and  preferences  for  who  should  be  the 
27 proxy  decision  maker,  if  needed. 
Although  Advance  Directives  and  Values  Histories  were  developed  to  enhance  the 
autonomy  of  the  terminally  ill,  some  authors  recognised  that  they  should  be  developed  for 
use  other  than  life  sustaining  treatment  (Docker,  1996;  High,  1994).  Akin  to  this,  Kane 
and  Degenholtz  (1997)  developed  a  Values  Assessment  to  be  used  by  care  managers  in  a 
long-term  care  program  in  the  USA.  Unlike  the  aforementioned  Values  Histories,  which 
are  predominantly  used  in  advance  health  planning  for  end  of  life  decisions,  the  purpose 
of  the  values  assessment  is  to  pave  the  way  for  dialogue  between  professionals  and 
patients  regarding  their  long  term  care  needs.  To  quote: 
"7he  values  assessment  is  done  in  recognition  that  long  term  care  can  rob 
recipients  of  their  identity.  So  much  attention  is  paid  to  getting  practical  services 
to  clients  that  it  is  easy  to  forget  the  possible  negative  effects  of  arranging 
intimate  services  without  reference  to  why  the  client  holds  important  in  actually 
living  their  lives"  (Kane  and  Degenholtz,  1997:  20). 
According  to  Kane  and  Degenholtz  (1997)  the  values  assessments  were  completed  by 
case  managers  as  appendices  to  their  traditional  assessment  for  long-ten-n  care.  Some  of 
the  care  managers  argued  that  values  would  automatically  be  elicited  from  a 
comprehensive  assessment  and  did  not  require  a  separate  appendix.  They  also  worried 
that  it  could  be  construed  as  prying  by  the  participant,  as  values  and  preferences  could  be 
considered  too  personal  to  share  with  a  stranger.  Kane  and  Degenholtz  (1997)  however, 
argued  that  care  managers  are  asking  intimate  questions  as  part  of  their  comprehensive 
assessment  (i.  e.  continence,  family  relationships,  physical  and  mental  illness),  so  asking 
questions  about  values  is  not  any  more  personal  in  nature.  They  also  argued  that  by 
completing  the  assessment  separately,  it  allows  the  participant  to  realise  that  their  views 
are  being  listened  to  and  viewed  as  important. 
One  of  the  main  reservations  expressed  by  the  care  managers,  based  on  a  feeling  of 
impotence,  was  that  they  might  not  be  able  provide  services  in  accordance  with  the 
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have  to  act  in  complete  contrast  to  the  participant's  preferences,  for  example  an 
emergency  admission  to  a  nursing  home  or  hospital  might  have  to  take  place,  despite  the 
person  stating  that  they  have  an  abhorrence  to  such  an  admission.  In  response  Kane  and 
Degenholtz  (1997)  pointed  out  that  it  does  not  make  it  easier  for  the  person  by  not 
discussing  their  values.  By  paying  attention  to  the  person's  values,  they  point  out  that  it 
could  make  the  professionals  and  carers  more  creative  in  planning  care.  Even  when  a 
decision  has  to  be  made  in  contrast  to  a  stated  value,  other  values  can  still  be  pursued. 
Another  reservation  about  the  assessment  was  that  people's  values  and  preferences  can 
change.  Indeed,  other  authors  argue  that  placing  too  much  emphasis  on  previous  values 
and  biographical  accounts  devalues  the  person  with  dementia's  current  situation 
(Berghmans,  1997;  Dresser,  1995;  Parfit,  1984;  Nagal,  1979).  According  to  Berghmans 
it  could  be  seen  as  a  sign  of  "disrespect  towards  the  interests  and  experience  of  the 
demented  self'  (1997:  285).  Berghmans  therefore  indicates  that  the  ideas,  preferences, 
values  and  concerns  of  the  person  before  the  onset  of  dementia  have  no  special  relevance 
to  how  the  'demented  self'  ought  to  be  treated.  Furthermore,  the  onset  of  dementia  has 
been  described  as  the  "birth"  of  a  new  person,  indicating  a  new  personality  with  different 
values  (Parfit,  1984).  On  the  other  hand  some  warned  that  one  must  not  misconstrue 
resignation  to  different  values  as  a  shift  in  values  (Kane  and  Degenholtz,  1997).  This  is 
further  explored  in  chapter  three. 
Proxy  decision  making  is  another  area  in  which  Values  History  can  be  beneficial  (Kolarik 
et  A,  2002;  Lawrence  et  al.,  2002;  Pearlman,  1994).  For  example,  Lawrence  at  al  (2002) 
suggested  that  Values  Histories  can  be  used  as  a  "structure"  to  facilitate  discussions 
between  families  of  HIV  patients  and  professionals  for  end  of  life  care.  Pearlman  (1994) 
put  forward  the  argument  that  the  channels  of  communication  can  be  opened  between  the 
person  and  the  surrogate  decision  maker,  by  discussing  a  profile  of  values.  A  study 
comparing  the  use  of  Values  Histories  with  advance  directives  indicated  that  people  with 
terminal  illnesses  had  more  confidence  in  their  proxy  decision  maker  representing  their 
views,  by  giving  them  "a  framework  of  goals  through  which  to  approach  complex  and 
29 specific  treatment  decisions"  (Kolarik  et  al.,  2002:  620).  Similarly,  Caron  et  al  (2005) 
noted  that  advance  directives  and  previous  conversations  between  relatives  and  the 
person  with  dementia  can  be  valuable  and  make  proxy  decision  making  easier  for  them 
when  the  individual  loses  capacity. 
1.14  Summary 
The  first  part  of  this  chapter  gives  a  broad  outline  of  provisions  within  Scottish  legislation 
which  relate  to  people  with  dementia.  However,  whilst  the  process  is  designed  to 
maximise  the  decision  making  capacity  of  people  with  dementia  an  underlying  theme  is 
that  often  the  voice  of  people  with  dementia  can  be  lost  and  they  can  be  disempowered 
though  "value  judgments"  of  professionals  and  relatives  regarding  what  are  in  their  "best 
interests".  This  is  further  explored  in  chapter  three. 
The  second  part  of  this  chapter  sets  the  theme  for  this  research,  which  is  to  ascertain  ways 
in  which  the  "present  and  past"  wishes  of  people  with  dementia  are  heard.  It  highlights 
some  of  the  pros  and  cons  of  advance  directives  as  one  such  way.  It  shows  some  of  the 
complexities  of  the  process,  from  the  individual  understanding  the  implications  of  their 
choices  to  professionals  referring  to  them  in  relation  to  end  of  life  decisions.  However, 
the  purpose  of  this  research  is  to  hear  the  voice  of  people  with  dementia,  not  just 
concerning  end  of  life  issues,  but  at  the  various  stages  through  the  journey  of  dementia, 
when  the  person  may  no  longer  be  able  to  articulate  their  views.  Moreover,  this  chapter 
discussed  the  possibility  of  advance  statements,  personal  statements  and,  in  particular, 
Values  Histories  as  ways  to  record  the  preferences  of  people  with  dementia,  allowing 
their  values  to  be  taken  into  consideration  when  decisions  are  being  made  in  their  best 
interests.  This  aspect  is  further  developed  in  chapter  three. 
The  following  chapter  discusses  how  medical  advances  in  the  treatment  of  Alzheimer's 
disease  have  afforded  professionals  the  opportunity  to  engage  with  people  with  dementia 
at  an  earlier  stage  of  their  illness  and  thereby  offer  individuals  the  opportunity  to  make 
future  plans  if  they  so  wish. 
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2.1  Introduction 
This  chapter  explores  the  introduction  of  medication  indicated  in  the  treatment  of 
Alzheimer's  disease  which  has  precipitated  a  possible  change  in  culture,  opening  the  door 
to  engage  with  people  with  dementia  about  their  future  health  and  social  care  planning. 
The  chapter  begins  by  looking  at  the  history  of  anti-dementia  treatments  and  how  they 
have  precipitated  early  and  accurate  diagnosis  of  dementia.  It  then  highlights  the  growth 
of  memory  clinics,  specialised  clinics  and  support  for  people  diagnosed  in  the  early 
stages  of  dementia  and  explores  the  issue  of  sharing  the  diagnosis  with  people  with 
dementia  and  the  prognosis  of  the  illness.  The  chapter  then  concludes  by  exploring  the 
issues  around  engaging  with  people  with  dementia  to  discuss  future  health  care  planning. 
31 2.2  Background  and  history  of  anti-dementia  drugs 
In  1997  the  first  anti-cholinesterase  to  be  licensed  in  the  UK  was  Aricept  (Donepezil), 
which  was  indicated  for  the  treatment  of  "mild  to  moderate  Alzheimer's  disease"  (Roger 
et  al.,  1998;  Corey-Bloom  et  al.,  1998;  BNF,  1997).  However,  two  key  areas  of  concern 
were  expressed  about  the  drugs,  notably,  their  efficacy  and  the  cost  implications. 
With  regards  to  their  efficacy,  several  studies  indicated  that  approximately  40%  of 
sufferers  prescribed  the  cholinesterase  inhibitors  demonstrated  an  improvement  in  their 
cognitive  abilities  or  experienced  no  cognitive  deterioration  over  a  six  month  period 
(Corey-Bloom  et  al.,  1998;  Rodger  and  Freedhoff,  1996).  The  changes  seen  with  those 
prescribed  the  medication  varied  greatly  between  no  noticeable  improvements  to 
significant  improvements  (Dening  and  Lawton,  1998).  However,  it  should  be  noted  that 
many  of  the  studies  were  funded  by  drug  companies  and  therefore  their  findings  were 
questioned  by  the  NICE  (2005),  which  is  explored  in  section  2.3. 
Concerning  cost  implications,  the  first  of  these  drugs  cost  approximately  ; ElOOO  per  year 
per  person  with  potentially  500,000  eligible  for  prescription  (Bums  et  al.,  1999).  There 
was  also  the  additional  expense  of  secondary  services  such  as  psychiatric  consultations 
and  diagnostic  testing.  Furthermore,  there  were  no  guidelines  regarding  when  the  drugs 
would  be  considered  ineffective,  as  the  people  with  Alzheimer's  disease  would  inevitably 
deteriorate  whilst  taking  the  medication  (Harvey,  1999).  A  study  funded  by  Glaxo 
Wellcome  Research  and  Development  concluded  that  the  cost  of  care  for  a  person  with 
Alzheimer's  disease  was  directly  linked  to  the  severity  of  the  illness:  the  more  severe  the 
disease,  the  higher  the  cost  (Soueter  et  al.,  1999).  The  implications,  therefore,  were  that 
keeping  people  functioning  at  a  higher  level  for  a  longer  period  of  time  would  reduce 
social  care  costs  and  also  delay  expensive  institutional  care.  However,  their  conclusions 
were  also  questioned  by  the  NICE  (2005),  which  is  explored  in  section  2.4. 
32 In  1998  the  Standing  Medical  Advisory  Council  (  19989)  (SMAC)  issued  guidelines 
which  recommended  that  a  strict  inclusion  and  exclusion  criteria  should  be  adopted, 
similar  to  procedures  for  drug  trials  (SMAC,  1998).  Moreover,  in  2001,  NICE  instructed 
that  the  drugs  should  only  be  prescribed  after  a  person  had  been  assessed  and  diagnosed 
as  having  Alzheimer's  disease  "in  a  specialist  clinic"  by  either  a  psychiatrist,  geriatrician 
or  neurologist  (1.1.2).  Thereafter,  the  person  should  be  assessed  between  two  and  four 
months  after  reaching  the  maintenance  dose  and  only  continue  on  treatment  if  there  had 
been  an  improvement  or  no  deterioration  on  Mini  Mental  State  Examination  (MMSE) 
score  (Folstein  et  al.,  1975),  together  with  an  improvement  on  the  basis  of  a  functional 
assessment  (NICE,  2001:  1.5). 
These  recommendations  underpinned  a  change  in  practice  whereby  people  with  dementia 
required  an  accurate  diagnosis,  preferably  in  the  early  stages  of  dementia  to  benefit  from 
the  medication  (Passmore  and  Craig,  2004;  Warner,  2003;  Philips  and  O'Brien,  2002;  Jha 
et  al.,  2001;  Gilliard  et  al.,  1998).  The  recommendations  were  welcomed  by  most 
professional  bodies  and  advocacy  organizations  caring  for  people  with  dementia  (Royal 
College  of  Psychiatrists,  2001;  HTSB,  2001).  These  changes  in  practice  are  the  driving 
force  behind  this  research,  particularly  in  relation  to  a  "gateway"  being  opened  to  engage 
with  people  in  the  early  stages  of  dementia,  and  will  be  further  discussed  in  the  second 
part  of  this  chapter.  The  following  section  considers  the  draft  NICE  (2005) 
recommendations,  which  could  potentially  undo  some  of  these  positive  changes. 
2.3  NICE  (2005)  recommendations 
Whilst  in  January  2001  NICE  recommended  that  the  three  drugs  Donepezil,  Rivastigmine 
and  Galantamine  should  be  made  available  on  the  NHS  to  help  in  the  management  of 
those  people  with  mild  and  moderate  Alzheimer's  disease,  in  2005  NICE,  in  their 
Appraisal  Consultation  Document  based  on  the  recommendations  of  Southampton  Health 
Technology  Assessment  Centre  (SHTAC),  retracted  its  previous  guidance  and 
recommend  that  the  drugs  should  not  be  prescribed  on  the  NHS  (NICE,  2005:  1.1). 
Regarding  the  guidance  they  stated: 
33 "The  main  purpose  of  the  review  was  to  compare  the  evidence  of  clinical 
effectiveness  of  treatment  with  cost  effectiveness  of  the  drugs  and  the  'efficient  use 
ofNHS  resources  "  (4.3  1). 
They  considered  a  range  of  published  and  unpublished  trials  including  data  from  the 
AD2000  study  group,  as  well  as  submissions  from  drug  manufacturers  and  professional 
and  support  organizations,  when  developing  the  draft  guidelines.  However,  NICE  (2005) 
stated  that  many  of  the  randomized  controlled  trials  reviewed  were  of  "mixed"  quality. 
The  group  also  suspected  "selection  bias",  "measurement  bias"  and  "attrition  bias"  in  a 
number  of  the  reviewed  studies. 
Concerning  the  cost  effectiveness  of  the  drugs,  NICE  (2005)  claimed  that  there  was  little 
evidence  of  financial  savings  from  delayed  institutional  care.  They  based  their  cost 
effectiveness  findings  on  the  QALY  (Quality  Adjusted  Life  Years)  and  estimated  that 
Donepezil,  Rivastigmine,  and  Galantamine  had  a  cost  per  quality  adjusted  life  year 
gained  of  f48000,02000,  and  B8000  respectively.  Furthermore,  they  stated  that  if 
their  proposals  were  adopted,  the  NHS  could  save  f  15  million  in  the  first  year,  f45m  in 
the  second,  and  more  than  L60million  in  the  third. 
The  proposals  received  widespread  criticism  from  dementia  advocacy  groups  and 
professional  bodies.  Alzheimer's  disease  advocacy  groups  stated  they  were  'stunned'  by 
the  recommendations  which  they  considered  'drastic'  and  vowed  to  campaign  to  have  the 
drugs  made  available  on  the  NHS  (Alzheimer's  Society,  2005b;  Alzheimer's  Scotland  - 
Action  on  Dementia,  2005d).  Whilst  there  were  several  criticisms  of  the  NICE  draft 
guidelines  this  section  examines  three  which  are  pertinent  to  this  research. 
Firstly,  the  emphasis  which  the  committee  placed  on  the  QALY  in  the  'cost  benefit 
analyses'  of  prescribing  the  drugs  is  strongly  dependent  upon  proxies  or  carers 
responding  on  behalf  of  the  person  with  dementia.  It  should  be  noted  that  chapter  one  of 
this  research  highlighted  that  many  studies  have  shown  major  inconsistencies  and 
34 disagreements  with  very  poor  correlations  between  proxies  (Hare  et  al.,  1992;  Seckler  et 
al.,  1991;  Zweibel  and  Cassel,  1989).  This  was  also  pointed  out  by  several  organizations 
who  criticized  the  usage  of  the  QALY  (Royal  College  of  Psychiatrists,  2005b; 
Alzheimer's  Scotland  -  Action  on  Dementia,  2005d).  The  College  further  added  that  it 
was  'unacceptable  and  totally  inappropriate'  to  use  the  QALY  as  it  "made  a  variety  of 
unknown  and  untested  assumptions  about  how  quality  of  life  relates  to  dementia  severity" 
(Royal  College  of  Psychiatrists,  2005b).  Similarly,  this  review  has  shown  that  the 
opinions  of  people  with  dementia  have  often  been  omitted  from  research,  but  their  views 
and  perspectives  can  be  obtained  through  qualitative  interviews  conducted  by  skilled 
researchers  who  have  an  awareness  of  skills  needed  to  elicit  their  views  (Wilkinson, 
2002). 
Furthermore,  the  College  recommended  the  need  for  development  of  a  specially  designed 
"quality  of  life"  assessment  which  could  include  the  views  of  the  people  with  dementia, 
possibly  including  aspects  of  personhood  and  care  mapping  (Kitwood,  1997).  It  is 
interesting  to  note  that  the  MRC  Health  Service  Collaboration  was  awarded  0  million  to 
look  at  disease  specific  measures  of  health  quality  of  life,  with  one  of  its  major  projects 
being  to  validate  such  measures  for  older  people. 
Secondly,  it  was  argued  that  NICE  did  not  take  sufficient  account  of  the  benefits 
experienced  by  those  people  with  Alzheimer's  disease  who  have  responded  positively  to 
treatment  (Royal  College  of  Psychiatrists,  2005b;  Alzheimer's  Scotland  -  Action  on 
Dementia,  2005d).  It  should  be  noted  that  the  Committee  recognised  that  a  small 
minority  of  people  were  observed  to  "benefit  significantly"  (NICE,  2005:  4.3.6)  from  the 
medication.  However,  the  draft  guidelines  did  not  recommend  widespread  use  for  the 
"few"  who  might  benefit.  This  has  major  implications  for  those  who  could  benefit  from 
the  medication  and  an  increased  quality  of  life,  but  will  be  deprived  of  this  opportunity. 
Moreover,  such  ones  could  potentially  be  in  a  better  position  to  make  provision  for  the 
future. 
35 It  is  noteworthy  that  when  NICE  calculated  their  statistics  in  relation  to  the  'average' 
cognitive  improvement  in  Alzheimer  patients  they  included  those  who  tried  medication 
but  did  not  respond  to  it.  According  to  the  Royal  College  of  Psychiatrists,  the  statistics 
used  were  not  in  keeping  with  clinical  practice,  and  if  non-responders  are  included  in  the 
statistics  then  the  mean  ADASCog  improvement  is  around  3  points  with  a  natural 
deterioration  delayed  by  6  months.  If  the  non-responders  are  removed  from  the  statistics 
the  mean  ADAScog  improvement  is  4-5,  which  results  in  a  9-12  month  naturalistic 
deterioration.  This  therefore  indicates  that  a  large  group  of  people  with  Alzheimer's 
disease  could  have  up  to  one  years  improved  cognition  and  the  opportunity  to  make 
health  plans  for  the  future  if  they  so  wish  (Passmore  and  Craig,  2004;  Warner,  2003; 
Gilliard  et  al.,  1998). 
The  final  concern  relates  to  the  additional  benefits  that  the  medication  has  brought  to 
people  with  dementia,  in  particular,  improvements  in  practice.  This  is  particularly 
pertinent  to  this  thesis  as  the  secondary  benefits  of  the  medication  include  engaging  with 
people  in  the  early  stages  of  dementia  to  offer  support  and  discuss  their  views  about 
future  planning.  It  is  noteworthy  that  the  College,  in  their  response  to  NICE  (2005), 
pointed  out  that,  as  well  as  "pure  science",  they  should  take  into  account  the  'wider 
societal  perspective':  the  way  people  with  dementia  are  valued  and  viewed  by  society. 
Furthermore  they  suggested  that  medication  has  given  patients  and  carers  'hope'  for  a 
terminal  disease  for  which  there  is  no  cure  (Royal  College  of  Psychiatrists,  2005b).  It 
could  also  be  argued  that  by  giving  "hope"  to  individuals  with  dementia,  some 
professionals  no  longer  feel  impotent  and  are  more  likely  to  engage  with  them  at  an 
earlier  stage  in  their  illness  (Wilkinson  et  al.,  2002). 
Several  responses  to  the  NICE  (2005)  recommendations  point  out  that  dementia  care 
could  be  set  back  by  a  decade  if  the  recommendations  go  ahead.  They  also  pointed  out 
that  since  the  inception  of  medication  for  dementia,  it  has  "transformed  the  management" 
of  dementia  care.  According  to  Alzheimer's  Scotland  -  Action  on  Dementia: 
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should  be  treated  If  the  NICE  recommendations  are  acted  upon  in  Scotland,  they 
could  take  us  back  to  a  time  when  people  with  dementia  and  their  families  were 
ignored  and  left  to  cope  as  best  they  could"  (2005d:  3). 
Both  professional  groups  and  dementia  advocacy  groups  suggest  that  there  have  been 
"positive  changes"  and  much  wider  benefits  for  patients  and  their  carers  since  the 
inception  of  medication  for  Alzheimer's  disease.  The  NICE  (2005)  report  also  referred  to 
this  by  specifically  mentioning  the  expansion  of  memory  clinics  and  other  specialized 
services  offering  early  diagnosis,  advice  and  support  for  people  with  dementia  and  their 
carers,  which  they  considered  'worthwhile'  and  would  hope  to  continue  despite  their 
recommendations  (NICE,  2005:  6.4) 
The  driving  force  behind  this  research  is  related  to  these  changes  in  clinical  practice.  The 
remainder  of  this  chapter  looks  at  another  two  of  the  changes  which  have  taken  place  in 
relation  to  the  inception  of  cholinesterase  inhibitors;  the  expansion  of  memory  clinics  in 
the  UK  and  possible  changes  in  practice  related  to  cholinesterase  inhibitors. 
2.4  Memory  clinics 
Memory  clinics  began  in  the  1970s  in  the  USA  as  part  of  academic  research  initiatives 
looking  at  Alzheimer's  disease,  often  for  drug  trials  (Beese,  2000).  The  first  memory 
clinic  set  up  in  the  UK  was  in  1983.  Primarily  they  were  set  up  to  gather  information  for 
research  purposes,  although  possibly  not  to  the  same  extent  as  in  the  USA.  Initially  they 
were  criticized  for  being  medically  oriented,  offering  little  in  the  way  of  social  support 
(Cheston  and  Bender,  1999).  However  recent  literature  indicates  newer  clinics  tend  to 
operate  on  a  multidisciplinary  model,  involving  assessment,  investigation  and 
information  giving  (Philips  and  O'Brien,  2002;  Corey-Bloom  et  aL,  1998). 
There  is  a  general  acknowledgment  that  the  number  of  memory  clinics  has  substantially 
increased  in  the  UK  and  the  inception  of  cholinesterase  inhibitors  has  been  one  of  the 
main  factors  in  this  growth  (Royal  College  of  Psychiatrists,  2005b;  Lindesay  et  al.,  2002). 
37 A  survey  carried  out  by  Lindesay  et  al  (2002)  shows  that  from  1993  to  2000  the 
prevalence  of  memory  clinics  in  the  UK  had  increased  from  20  to  at  least  58.  Although 
the  survey  indicates  a  clear  increase  in  clinics,  questionnaires  were  only  sent  out  to 
specific  areas,  as  recommended  by  organizations  such  as  the  College  of  Old  Age 
Psychiatrists'  Directory  of  Dementia  Care  Service,  where  there  was  the  possibility  that 
memory  clinics  were  established.  The  survey  showed  that  approximately  50%  of  the  new 
clinics  had  been  set  up  after  1997,  which  was  when  cognitive  enhancers  were  licensed  in 
the  UK.  Of  those  surveyed,  39%  stated  they  had  set  up  the  clinics  specifically  to  initiate 
and  monitor  the  treatment  of  Alzheimer's  disease.  It  can  therefore  be  presumed  the 
number  is  much  higher  and  has  continued  to  grow  since  the  survey  was  carried  out, 
especially  since  NICE  2001  (Passmore  and  Craig,  2004). 
Whilst  memory  clinics  have  been  criticized  for  being  medically  oriented  (Cheston  and 
Bender,  1999),  the  literature  suggests  that  unlike  the  earlier  memory  clinics  which 
seemed  to  focus  on  drug  research  and  information  gathering,  newer  clinics  tend  to 
operate  on  a  multidisciplinary  model  involving  assessment,  investigation  and  information 
giving  (Philips  and  O'Brien,  2002;  Corey-Bloom  et  al.,  1998).  They  differ  however  in 
specialties,  the  exact  protocol  applied,  the  time  spent  on  assessment  and  advice  offered 
(Hout,  et  al.,  2001).  For  example,  according  to  Lindesay  et  al  (2002),  the  initial 
assessment  visit  can  vary  from  one  to  seven  hours.  Moreover,  whilst  some  only  take 
direct  referrals  from  within  the  NHS,  other  clinics  tend  to  focus  on  a  self-referral  basis 
(Mullins  and  Fitch,  2000). 
One  of  the  main  areas  relevant  to  this  research  is  the  aspect  of  advice  and  support 
following  diagnosis.  Some  clinics  offer  support  and  counselling  as  part  of  their  service, 
others  refer  on  to  other  agencies  (Lindesay  et  al.,  2002;  Moniz-Cook  and  Woods,  1997). 
According  to  Lindesay  et  al,  approximately  half  of  the  clinics  offered  memory  retraining 
and  anxiety  management  within  their  clinics  and  a  small  number  offered  psycho-social 
educational  programmes,  but  these  were  more  often  aimed  at  caregivers  and  relatives. 
Some  also  offered  pre-diagnostic  counselling,  support  groups,  psychotherapy  and 
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patients,  with  the  remainder  following  up  only  uncertain  cases  or  selected  diagnostic 
cases  (Lindsay  et  al.,  2002).  This  therefore  indicates  a  wide  variance  in  the  level  of 
support  given  to  people  newly  diagnosed  with  dementia. 
Akin  to  this,  Philips  and  O'Brien  (2002:  1131)  discuss  Clinical  Governance  in  relation  to 
memory  clinics and  highlight  the  value  of  "non  pharmacological  aspects  of  care",  such  as 
advice  on  legal  issues,  finances,  driving,  carer  stress  and  counselling.  They  also 
suggested  that  the  monitoring  and  auditing  of  'pathways  of  care'  and  suggest  the  memory 
clinics  should  be  the  start  of  a  'seamless  service  that  integrates  into  existing  community 
services'. 
Another  area  which  they  suggest  could  benefit  from  the  Clinical  Governance  framework 
is  the  process  of  diagnosing  and  sharing  the  information  with  people  newly  diagnosed  as 
having  dementia.  They  recommended  that  a  multidisciplinary  and  holistic  approach 
should  be  used  and  written  information  about  tests  and  procedures  should  be  given. 
Regarding  the  sharing  of  information  with  the  person  with  dementia,  Philips  and  O'Brien 
stated: 
"The  extent  to  which  diagnostic  information  is  available  to  them  should  be 
negotiated  individually  and  sensitively  in  response  to  their  wishes  "  (2002:  113  1). 
This  therefore  indicates  that  before  a  diagnosis  is  made,  an  open  dialogue  should  be 
established  to  ascertain  how  much  or  little  information  the  person  with  possible  dementia 
would  want  to  have.  The  remainder  of  this  chapter  therefore  explores  the  extent  to  which 
diagnostic  information  is  shared  with  people  with  dementia. 
2.5  Early  diagnosis 
As  highlighted,  with  the  introduction  of  the  cholinesterase  inhibitors,  it  is  crucial  that 
people  with  Alzheimer's  disease  receive  an  accurate  diagnosis,  rather  than  a  vague 
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Lovestone,  1998).  The  literature  appears  to  indicate  that  clinicians  are  diagnosing  people 
with  dementia  earlier  and  with  more  accuracy,  particularly  since  the  inception  of 
cholinesterase  inhibitors  (Passmore  and  Craig,  2004;  Warner,  2003;  Philips  and  O'Brien, 
2002;  Jha  et  al.,  2001;  Gilliard  et  al.,  1998).  According  to  Warner: 
"Early  treatment  with  cholinesterase  inhibitors  may  confer  greater  benefit  than 
delayed  treatment  and  provides  the  patient  andfamily  with  a  longer  lucid  time  to 
make  plans,  do  the  undone,  discuss  treatments,  and  come  to  terms  with  the 
diagnosis"  (2003:  413). 
Furthermore,  Warner  also  stated  that  there  could  be  a  case  for  highlighting  people  who 
are  at  risk  of  developing  dementia  before  it  is  diagnosed  with  a  view  to  start  treatment  as 
early  as  possible.  He  reported  that  some  people  will  pass  through  a  stage  of  "pre- 
dementia"  stage,  also  referred  to  as  'questionable  dementia'  or  'possible  dementia'.  Mild 
cognitive  impairment,  benign  senescent  forgetfulness  and  age  associated  memory 
impairment  are  other,  subtly  different,  re-workings  of  the  same  phenomenon  which  could 
be  early  predators  of  dementia.  This  is in  contrast  to  a  decade  ago  when  several  studies 
indicated  that  there  was  reluctance  on  the  part  of  GPs  to  pursue  early  intervention  and 
diagnosis  of  dementia,  partly  due  to  a  nihilistic  attitude  and  no  available  treatment 
options  (Lovestone,  1998). 
As  well  as  receiving  an  accurate  diagnosis,  there  is  the  possibility  that  people  attending 
memory  clinics  are  being  diagnosed  up  to  two  years  earlier,  are  younger  and  are  less 
cognitively  impaired  than  those  attending  traditional  Old  Age  Psychiatry  Services  (Luce 
et  al.,  2001;  Mullins  and  Fitch,  2000).  This  is  an  important  factor  as  it  indicates  that 
those  being  diagnosed  earlier  will  have  better  judgment,  less  memory  impairment  and 
there  is  more  scope  for  them  to  make  future  plans  if  they  so  wish  (Passmore  and  Craig, 
2004;  Warner,  2003;  Philips  and  O'Brien,  2002). 
There  are  three  possible  reasons  why  people  worried  about  their  memory  are  more  likely 
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that  "memory  clinics"  appear  more  socially  acceptable  than  "psycho-geriatric  services" 
or  "psychiatric  services"  and  the  name  itself  can  encourage  people  in  the  early  stages  of 
dementia  to  visit  (Beese,  2000).  Secondly,  there  is  the  possibility  that  if  it  has  a  self- 
referral  system  then  it  is  more  likely  to  attract  people  with  mild  cognitive  impairment, 
who  will  subsequently  receive  an  earlier  diagnosis  (Mullins  and  Fitch,  2000).  It  should 
be  noted  however,  that  many  people  attending  memory  clinics,  who  are  worried  about 
possible  dementia,  will  have  treatable  conditions,  such  as  depression  and  anxiety.  In  the 
case  of  one  clinic,  approximately  25%  of  attendees  were  diagnosed  with  depression 
(Mullins  and  Fitch,  2000).  Thirdly,  with  the  introduction  of  medication  for  Alzheimer's 
disease  there  is  a  realization  that  treatment  can  slow  down  progression  of  the  disease  and 
give  individuals  more  hope  for  the  future  (Royal  College  of  Psychiatrists,  2005b). 
As  well  as  a  reluctance  to  pursue  diagnosis,  there  has  been  much  debate  over  the  years 
about  the  appropriateness  of  sharing  the  diagnosis  with  the  individual  concerned  (Meyers, 
1997;  Rice  et  al.,  1997).  It  should  be  noted  that  engaging  people  with  dementia  to 
discuss  future  health  care  planning  hinges  on  them  being  aware  of  the  diagnosis.  The 
following  section  explores  the  main  issues  concerned  with  sharing  the  diagnosis. 
2.6  Sharing  the  Diagnosis 
Sharing  the  diagnosis  of  dementia  has  often  been  compared  to  the  reluctance  to  share  the 
diagnosis  with  cancer  sufferers  in  the  past,  particularly  when  no  treatment  options  were 
available  (Feamley  et  al.,  1997;  Emmanuel  and  Kass,  1993).  Rather  than  consulting  the 
carer  to  decide  whether  to  disclose  the  diagnosis  to  the  person,  some  argue  that,  following 
the  principles  of  any  other  illness  or  medical  information,  it  should  be  the  sufferer  who  is 
informed  in  the  first  instance  of  the  diagnosis  and  their  perrnission  sought  to  inform  their 
relatives  (Fearnley  et  al.,  1997).  However,  when  giving  a  diagnosis  of  dementia,  there  is 
not  only  the  aspect  that  it  is  a  progressive  degenerative  terminal  disease,  but  it  can  also 
reduce  their  understanding,  ability  to  remember,  make  judgments  and  have  insight  into 
their  condition,  which  further  adds  to  the  debate  (Pinner  and  Bournan,  2003a).  Fear  of 
41 causing  distress  or  reducing  hope  or  motivation  are  some  possible  reasons  for 
practitioners'  reluctance  to  share  the  diagnosis.  Fear  of  causing  detrimental  outcomes 
such  as  depression,  anxiety  and  catastrophic  reactions,  such  as  suicide,  (Cutliff  and 
Milton,  1996;  Maguire  et  al.,  1996)  are  other  factors  that  may  instill  reluctance  to  share 
the  diagnosis. 
The  review  of  literature  does  not  find  any  major  evidence  to  substantiate  claims  that 
sharing  a  diagnosis  with  the  person  with  dementia  will  exacerbate  depression  or  suicide, 
more  than  disclosing  other  illnesses  or  diseases  in  the  general  population  (Slinn  et  al., 
2000;  Cutliff  and  Milton,  1996;  Holroyd  et  al.,  1996).  Although  there  is  an  increased 
prevalence  of  depression  among  people  with  dementia,  it  is  often  associated  with  the 
disease  process,  and  losses  experienced,  and  is  not  related  to  whether  the  diagnosis  is 
shared  or  not  (Huin  et  al.,  2003;  Maguire  et  al.,  1996). 
A  study  by  Bachman  et  al  (2000)  found  that,  upon  hearing  their  diagnosis,  only  5.1% 
were  described  by  their  relatives  as  'very  upset'  and  a  further  25.7%  as  "a  little  upset". 
Another  study,  by  Jha  et  al  (2001),  which  compared  sharing  the  diagnosis  of  depression 
with  that  of  dementia,  found  that  people  diagnosed  with  depression  as  well  as  dementia 
were  significantly  more  upset  upon  receiving  their  diagnosis.  This  therefore  indicates 
that  depression  should  be  considered  as  a  factor  before  disclosure,  and  possibly  treated 
before  the  diagnosis  is  shared. 
Akin  to  this,  Maguire  et  al  (1996),  opined  that  the  risk  of  suicide  should  seriously 
considered,  especially  for  those  people  who  have  a  higher  than  normal  degree  of  insight. 
However,  he  clarified  that  the  risk  of  suicide  should  be  seriously  considered  after  the 
disclosure  of  any  progressive  disease.  Moreover,  Meyers  (1997)  acknowledged  that 
people  with  dementia  will  initially  be  shocked  after  the  disclosure  of  the  diagnosis,  but 
opines  that  they  will  not  experience  any  long  lasting  effects  from  sharing  the  diagnosis 
with  them.  Whilst  people  with  dementia  are  bound  to  be  upset,  as  is  the  case  with 
"breaking  the  bad  news"  of  any  terminal  illness  or  degenerative  illness,  there  appears  to 
be  no  evidence  of  any  long-term  psychological  damage  (Bahro  et  al.,  1995). 
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concerning  disclosing  the  diagnosis.  It  is  generally  accepted  that  until  the  1990s  there  was 
reluctance  amongst  professionals  and  family  members  to  share  the  diagnosis  with  people 
with  dementia.  This  section  highlights  that  over  the  past  decade  there  has  been  a  change 
in  attitude,  although  improvements  are  still  required,  particularly  regarding  the  level  of 
information  given  to  people  with  dementia. 
2.7  Do  professionals  regularly  share  the  diagnosis  with  people  with  dementia? 
Most  surveys  regarding  sharing  diagnoses  with  people  with  dementia  tend  to  pre-date  the 
NICE  (2001)  recommendations.  For  example,  in  Scotland  a  national  survey  of  NHS 
psychiatrists  found  that  less  than  half  of  those  returning  questionnaires  made  it  their 
practice  to  inform  patients  of  their  diagnosis  (Clafferty  et  al.,  1998).  A  review  of  practice 
arrangements  at  memory  clinics  in  the  UK  found  that  diagnosis  was  normally  relayed  to 
the  carer  and  thereafter  left  to  the  carer's  discretion  to  tell  the  person  with  dementia 
(Wright  and  Lindesay,  1995).  However,  a  survey  carried  out  in  2000  reported  that  96% 
of  56  memory  clinics  routinely  fed  back  results  of  initial  assessments  to  patients, 
although only  55%  had  an  explicit  policy  for  doing  so  (Lindesay  et  al.,  2002).  This 
appears  to  indicate  a  major  change  in  attitudes  regarding  sharing  information  with  people 
with  dementia.  The  survey  however,  did  not  clarify  what  information  was  given  to 
people  with  dementia  or  exact  details  of  how  the  diagnosis  of  dementia  was  relayed. 
Also  anecdotal  comments  from  a  variety  of  authors  indicate  that  since  the  inception  of 
cholinesterase  inhibitors  and  particularly  the  NICE  (2001)  report's  validation  of  them, 
psychiatrists  are  more  likely  to  share  the  diagnosis  with  people  with  dementia  (Pinner  and 
Bournan,  2003b;  Warner,  2003;  Philips  and  O'Brien,  2002). 
Regarding  GPs,  there  has  been  less  evidence  that  they  are  more  likely  to  share  the 
diagnosis  with  people  with  dementia  (Downs  et  al.,  2002;  Fortinsky  et  al.,  1995).  For 
example,  the  Scottish  study  by  Downs  et  al,  examined  what  GPs  told  people  with 
dementia  and  their  families  about  the  illness.  Of  the  114  questioned,  99%  said  they 
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person  with  dementia.  Those  who  claimed  to  disclose  the  diagnosis  tended  to  be 
younger.  It  should  be  noted  that  the  GPs  surveyed  were  attending  a  dementia  awareness 
event  and  therefore  possibly  had  an  interest  in  dementia  and  did  not  necessarily  reflect 
the  opinions  of  all  Scottish  GPs. 
It  is  interesting  to  note  that  of  the  55%  who  claimed  to  disclose  the  diagnosis,  more  than  a 
third  used  euphemistic  terms,  such  as  "memory  problems"  or  "confusion".  This  is 
interesting,  in  that  one  could  argue  that  they  were,  in  fact,  not  sharing  the  diagnosis  with 
the  person,  although  they  claimed  that  they  were  disclosing  the  diagnosis  (Lovestone, 
1998). 
The  same  study  showed  that  almost  all  the  GPs  gave  the  families  more  information  than 
the  people  with  dementia  and  were  more  likely  to  use  medical  terms  and  discuss  the 
prognosis  with  the  families.  There  was  also  a  tendency  to  "normalize"  the  experiences  of 
the  person,  "protecting"  them  from  potentially  frightening  information,  painting  a  more 
positive  picture  than  they  would  give  to  the  families.  This  is  similar  to  a  study  involving 
Community  Psychiatric  Nurses,  the  majority  of  whom  were  reticent  to  give  information 
which  could  upset  the  person  or  cause  them  "harm"  (Keightley  and  Mitchel,  2004).  This 
is  an  important  aspect  of  the  literature  review  as  this  attitude  could  be  viewed  as 
disempowering  people  diagnosed  with  dementia,  by  depriving  them  of  the  opportunity  to 
receive  accurate  information  to  make  plans  or,  more  importantly,  to  have  the  choice  to 
make  plans  (Mason  and  Wilkinson,  2002;  Fitzsimmons  and  Fuller,  2001;  Wilkinson, 
2001). 
However,  some  GPs  stated  that  they  would  tailor  the  information  to  the  person's  level  of 
insight  and  understanding  of  the  condition.  This  appears  to  be  the  approach  suggested  in 
the  literature;  in  that  practitioners  should  attempt  to  find  out  how  much  the  person  is 
aware  of  their  deficits,  their  knowledge  of  the  illness  and  how  much  information  they 
would  want  (Lingard,  2002;  Lovestone,  1998;  Feamley  et  al.,  1997).  Furthen-nore,  it  is 
suggested  that,  prior  to  a  diagnosis  being  made,  the  person  should  be  aware  of  the  reasons 
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have  a  relative  present  and  to  ascertain,  through  gentle  probing,  whether  the  person  wants 
to  know  their  diagnosis.  Whilst  people  with  dementia  have  a  right  to  know  their 
diagnosis  they  also  have  a  right  'not  to  know'  (Lovestone,  1998;  Fearnley  et  al.,  1997). 
Moreover,  written  information  should  be  made  available,  such  as  details  of  counselling 
and  support  groups  (Husband,  1999;  Yale,  1998;  Goldsmith,  1996). 
This  section  highlights  the  general  change  in  attitudes  regarding  sharing  the  diagnosis 
with  people  with  dementia  amongst  psychiatrists,  and  to  a  lesser  extent  amongst  GPs. 
However,  there  is  dearth  of  literature  concerning  the  information  that  is  given  to  them.  It 
is  also  noteworthy  that  some  in  the  medical  profession  have  felt  under  pressure  from 
individuals'  families  not  to  share  the  diagnosis  (Lovestone,  1998;  Feamley  et  al.,  1997). 
One  of  the  main  questions  underpinning  the  position  of  family  members  centres  on  their 
role  in  the  process  of  diagnosis.  The  following  section  shows  that  there  is  possibly  a 
change  in  trend  and  more  families  are  recognizing  the  person's  right  to  know  their 
diagnosis. 
2.8  Do  families  want  the  person  to  be  informed  of  their  diagnosis? 
A  survey  of  carers'  attitudes  towards  disclosure  found  that  83%  of  relatives  of  patients 
recently  diagnosed  did  not  want  the  patient  to  be  told.  Conversely,  the  majority  of 
relatives  would  wish  to  know  if  they  developed  the  condition  (Maguire  et  al.,  1996). 
Maguire  et  al  commented  that  the  inconsistency  may  reflect  a  desire  to  protect  the  patient 
from  the  reality  of  the  condition  or  reluctance  of  the  relatives  to  deal  with  the  patient's 
knowledge  and  grief 
The  study  by  Maguire  et  al  is  often  cited  in  literature  to  highlight  the  overprotective 
attitudes  of  carers  who  desire  the  person  to  be  shielded  from  the  truth  (Pinner  and 
Bournan,  2003b;  Feamley  et  al.,  1997).  However,  recent  literature  indicates  that  there  is 
an  increased  awareness  from  family  members  that  the  diagnosis  should  be  shared  with 
the  person  (Dautzenberg  et  al.,  2003;  Holroyd  et  al.,  2002). 
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attending  a  memory  clinic  in  Holland.  Of  the  forty  six  who  completed  the  survey,  100% 
of  spouses  and  96%  of  non  spouses  felt  it  was  right  for  the  person  to  be  infortned  of  their 
diagnosis.  Similarly,  Holroyd  et  al  (2002)  conducted  a  telephone  survey,  in  Virginia, 
USA,  of  57  relatives  of  people  who  had  recently  been  diagnosed  with  dementia.  They 
reported  that  71%  of  family  members  felt  it  was  appropriate  for  the  person  to  know.  It  is 
interesting  that  the  majority  of  participants  did  not  feel  that  sharing  made  any  significant 
difference  to  their  relatives,  however  they  considered  it  "right"  that  they  should  be 
informed,  possibly  indicating  a  shift  in  societal  values  regarding  sharing.  Moreover,  a 
study  of  fifty  relatives  of  people  a  attending  memory  clinic  in  Nottingham  found  that 
92%  expressed  the  wish  for  the  person  to  be  informed  (Pinner  and  Bournan,  2003b). 
These  studies  are  considerably  more  positive  than  the  study  by  Maguire  et  al  (1996)  and 
indicate  a  reversal  of  opinion  to  that  previously  reported. 
It  is  interesting  to  note  that  a  British  study  by  Fahy  et  al  (2003)  found  that  only  54%  of 
carers  would  want  the  person  with  dementia  to  know  their  diagnosis.  Although  this 
seems  relatively  low  compared  to  the  other  three  studies,  an  important  finding  was  that 
the  more  confused  the  person  with  dementia  was  (as  per  MMSE  lower  than  17),  the  less 
likely  families  would  want  the  person  to  know.  The  study  concluded  that  the  earlier  the 
diagnosis  is  made,  families  would  be  more  likely  to  want  the  diagnosis  shared  with  the 
person.  This  is  particularly  relevant  as  the  driving  force  behind  this  research  is  to  engage 
people  in  the  early  stages  of  dementia  to  discuss  planning  for  the  future,  which  involves 
them  receiving  a  diagnosis. 
Until  recently,  most  research  focused  on  the  perceptions  of  carers  and  professionals  and 
whether  the  diagnosis  should  be  shared  with  people  with  dementia.  The  following 
section  concentrates  on  the  views  of  people  with  dementia.  To  begin  with  it  shows  that 
the  vast  majority  of  people  with  dementia  would  rather  be  informed  of  their  diagnosis  and 
thereafter  it  explores  some  individuals'  experiences  of  being  told. 
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As  highlighted,  the  literature  appears  to  suggest  that  the  vast  majority  of  people  with 
dementia  feel  that  they  should  be  informed  of  their  diagnosis.  For  example,  the 
aforementioned  study  of  fifty  people  with  dementia  attending  a  memory  clinic  in 
Nottingham  found  that  92%  of  patients  wanted  their  diagnosis  disclosed,  whilst  another 
study  of  patients  attending  a  memory  clinic  in  Holland  found  that  96%  of  patients  would 
rather  be  told  their  diagnosis  (Pinner  and  Bournan,  2003b;  Dautzenberg  et  aL,  2003). 
These  studies  help  validate  the  literature  which  suggests  that  people  have  a  right  to  know 
their  diagnosis  (Fearnley  et  al.,  1997;  Emmanuel  and  Kass,  1993).  Furthermore,  there 
has  been  some  qualitative  research  exploring  the  experiences  of  people  with  dementia, 
including  the  aspect  of  hearing  about  their  diagnosis  (Wilkinson  et  al.,  2002;  Husband, 
1999;  Gilliard,  1995). 
Gilliard  (1995)  interviewed  nine  people  with  dementia  and  suggested  that  by  knowing 
their  diagnosis  they  were  less  troubled  by  their  symptoms  and  it  allowed  them  to  make 
sense  of  what  was  happening  to  them.  Husband  (1999)  interviewed  three  people  with 
dementia  and  also  reported  that  giving  the  diagnosis  could  allay  patients'  fears  of  "going 
mad"  or  "being  stupid"  if  it  is  seen  in  the  context  of  a  physiologic  illness  rather  than 
negative  personality  characteristics.  Wilkinson  et  al  (2002)  interviewed  twenty  four 
people  who  were  aware  of  their  diagnosis  and  found  similar  patterns.  They  report  that 
although  many  initially  experienced  shock,  fear,  anger  and  depression,  many  then  went 
on  to  feel  a  sense  of  relief  and  validation  for  their  memory  difficulties  and  behaviour. 
Many  also  felt  that  the  diagnosis  allowed  them  the  opportunity  to  develop  memory  aids 
and  prompts,  and  deal  with  financial  and  legal  matters.  Being  able  to  make  the  most  of 
their  time  and  abilities  remaining  were  also  expressed  by  some. 
Limitations  of  knowing  the  diagnosis  expressed  by  those  informed  of  their  diagnosis 
tended  not  to  outweigh  the  opportunities  of  knowing.  Some  reported  an  increased 
awareness  of  their  limitations  and  activities  of  daily  living,  a  lack  of  confidence,  partly 
caused  by  how  they  felt  they  would  be  viewed  by  othýrs.  Akin  to  this,  Husband  (1999) 
47 reported  that  the  effect  of  the  diagnosis  on  reduced  social  standing,  self  esteem  and 
personhood  seemed  more.  This  is  further  covered  in  the  next  chapter  where  Kitwood 
(1997)  described  "malignant  social  psychology"  and  the  depersonalizing  affect  that  a 
diagnosis  of  dementia  can  bring  to  the  person,  which  can  be  more  disabling  to  the  person 
than  the  physiological  symptoms  of  the  disease.  Fear  of  social  embarrassment,  long  term 
dependency  and  not  being  listened  to  were  the  most  common  worries. 
Although  the  majority  of  literature  suggests  that  people  would  rather  know  their 
diagnosis,  the  study  by  Wilkinson  et  al  (2002)  pointed  out  that  many  people  who  had 
been  informed  of  their  diagnosis  would  understand  if  other  people  with  dementia  would 
rather  not  know.  It  should  also  be  noted  that  the  selection  criteria  for  qualitative  research 
into  the  experiences  of  people  with  dementia  will  involve  the  participant's  co-operation 
and  a  degree  of  insight  into  their  condition.  The  research  will  rarely  involve  those  who 
refuse  to  attend  clinics  for  diagnosis  and  those  with  a  lack  of  awareness  or  in  denial  of 
their  symptoms  (Vogel  et  al.,  2004) 
This  section  clarifies  that  the  vast  majority  of  people  with  dementia  would  rather  know 
their  diagnosis.  Part  2.8  highlights  that  recently  there  has  been  change  in  attitude  amongst 
professionals  and  relatives,  in  that  there  is  a  general  acceptance  that  people  with  dementia 
should  be  informed.  However,  it  also  highlighted  that  there  is  a  dearth  of  literature 
regarding  the  information  that  is  given  to  the  person.  The  limited  literature,  however, 
suggests  that  people  with  dementia  are  not  given  as  much  information  about  the 
prognosis  as  relatives.  One  possible  reason  is  the  presumption  that  they  will  not 
understand  the  information  or  have  insight  into  their  condition  (Winner,  1996).  The 
following  section  shows  that  whilst  it  can  be  the  case  that  some  people  with  dementia 
lack  awareness  due  to  physiological  changes  in  the  brain,  this  attitude  will  prevent 
practitioners  attempting  to  engage  individuals  to  discuss  the  prognosis  and  the  future. 
Moreover,  it  shows  that  if  they  take  social  and  psychological  factors  into  account  they 
may  be  more  likely  to  discuss  the  future. 
48 2.10  Is  lack  of  insight  an  inevitable  symptom  of  dementia? 
Prior  to  the  1980s  much  of  the  dementia  literature  highlighted  that  lack  of  insight  was  an 
inevitable  symptom  of  dementia.  Hence,  for  a  person  to  have  insight  into  their  cognitive 
impairment  would  be  either  'unusual'  or  suggest  a  diagnosis  of  "pseudo  dementia" 
(Roberts,  1984).  However,  since  then  there  has  been  general  recognition  that  insight  is 
not  an  'all  or  nothing'  phenomenon,  and  should  not  be  considered  as  a  single  entity 
(Howorth  and  Saper,  2003;  Clare,  2002;  Bucks,  1998).  For  example,  some  people  with 
dementia  might  recognise  they  have  problems  with  their  memory,  but  not  recognise  the 
true  extent  of  the  difficulties.  Similarly,  others  may  deny  any  impairment,  but  when 
confronted  with  difficult  tasks  may  show  some  awareness  of  dysfunction  (Verhey  et  al., 
1993).  There  can  also  be  day-to-day  variations,  with  periods  of  lucidity  followed  by 
periods  of  confusion  (Bucks  1998).  Moreover,  some  might  be  aware  of  their  deficits,  but 
not  aware  of  the  impact  their  problems  are  having  on  others,  such  as  carers  (Fairbaim, 
2000). 
Furthermore,  Bond  et  al  (2002)  described  how  people  labelled  as  lacking  insight  into 
their  dementia  will  consequently  experience  more  depersonalization,  loss  of 
independence,  loss  of  social  and  political  rights  and  will  have  their  behaviour 
individualised.  Similarly,  according  to  Fairbairn,  lack  of  insight  can  be  a  crucial  factor  in 
deciding  when  a  person  should  be  institutional  ised  and  often  the  person's  'lack  of 
cooperation'  due  to  these  difficulties  can  lead  to  packages  of  care  being  rejected  which 
could  otherwise  maintain  them  at  home.  Additionally,  Winner  (1996:  72)  suggests  that 
people  with  dementia  are  excluded  from  decision  making  because  it  is  presumed  they  are 
tunlikely  to  have  insight  into  their  own  situations'  and  therefore  require  protection. 
Bearing  this  in  mind,  the  remainder  of  this  section  explores  reasons  why  it  is  presumed 
people  with  dementia  have  a  lack  of  awareness. 
One  strand  of  thought  focuses  on  the  person's  level  of  insight  being  a  biologically 
determined  symptom,  specifically  related  to  damage  to  the  brain  (Rankin  et  al.,  2005). 
Mention  is  often  made  of  frontal  lobe  and  right  hemisphere  dysfunction  as  being 
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'anosognosia'  (Rankin  et  al.,  2005;  Fairbairn,  2000;  Holden  and  Woods,  1995).  To 
reinforce  this  field  of  thought,  loss  of  insight  has  been  reported  in  people  who  have 
experienced  stroke  or  brain  damage  in  these  specific  parts  of  the  brain  and  observed 
through  neuro  imaging  and  CT  scans  (Buxbaum  et  al.,  2004;  Trouilette  et  al.,  2003). 
It  has  been  reported  that  people  suffering  from  frontal  lobe  dementia,  Korsakoff  s 
psychosis,  and  dementias  where  the  person  experiences  agnosia  (difficulty  in 
appreciating  the  meaning  of  objects)  have  significantly  lower  levels  of  awareness,  all  of 
which  appear  to  have  more  of  an  effect  in  the  frontal  or  temporal  lobes  of  the  brain 
(Vogel  et  al.,  2004;  Holden  and  Woods,  1995).  With  early  and  moderate  dementia  the 
presumption  would  be  that  'the  pathways'  are  similarly  affected  although  not  as  obvious 
in  neuroimaging.  Whilst  some  people  in  the  early  stages  of  dementia  appear  to  have  a 
reasonably  high  level  of  insight,  others  appear  to  have  little  (Vogel  et  al.,  2004). 
According  to  Vogel  et  al: 
"7he  variability  may  be  caused  by  lesions  in  different  regions  of  the  brain,  some 
more  important  than  other"'  (2004:  185). 
It  should  be  noted,  however,  that  lack  of  insight  is  often  viewed  as  a  "symptom"  of  other 
psychiatric  disorders  such  as  schizophrenia,  delusional  and  psychotic  disorders 
(Rickelman,  2004;  Amador  et  al.,  1993),  where  there  are  no  obvious  signs  of  "brain 
pathways"  being  affected  and  in  the  case  of  those  in  early  dementia  there  is  no  obvious 
way  of  proving  damage  to  specific  parts  of  the  brain  (Chertcow,  2001).  Furthermore, 
determining  a  person's  level  of  insight  relies  on  clinical  assessments  usually  by 
psychiatrists,  often  incorporating  the  views  of  family  members  (Clare,  2000;  Cheston  and 
Bender,  1999).  According  to  David  (1990),  the  person's  level  of  insight  will  be 
determined  by  the  following  three  aspects,  all  of  which  are  open  to  interpretation  by 
others: 
"Their  ability  to  re-label  mental  events  aspathological 
50 The  recognition  by  the  patent  that  he  or  she  has  a  mental  illness 
The  extent  to  which  he  or  she  complies  with  the  appropriate  medical  treatmentfOr 
that  illness  "  (David,  1990,  cited  in  Cheston  and  Bender  (1999:  15  7). 
These  aspects  have  been  criticized  as  being  "value  Iaden"  (Clare,  2002;  Cheston  and 
Bender,  1999).  According  to  Clare  the  assessments  rely  on  the  person,  in  essence, 
agreeing  with  the  psychiatrist's  judgment  of  their  cognitive  state  and  agreeing  to 
whatever  intervention  they  recommend.  Clare  further  adds  that  individual  coping 
responses  and  the  role  of  social  and  cultural  factors  are  often  not  considered  and  little 
reference  is  made  to  the  nature  and  context  in  which  the  level  of  insight  is  elicited. 
Several  studies  have  focused  on  trying  to  establish  correlations  between  insight  and  given 
factors,  such  as  age  of  onset,  pre-morbid  intelligence,  gender,  affect  and  cognitive 
impairment.  The  link  here  is  not  conclusive:  for  each  study  that  finds  a  correlation,  others 
fail  to  find  any  significant  relationship  (Clare,  2002).  Whilst  most  studies  predict  a 
steady  decline  in  the  level  of  insight  related  to  a  decline  in  cognitive  abilities  (Vogel  et 
al.,  2004;  Starkstein  et  al.,  1997),  some  researchers  report  a  fluctuation  of  insight, 
especially  in  the  early  and  moderate  stages  (Derouesne  et  al.,  1999;  Correa  et  al.,  1996; 
Killick,  1994).  Some  also  indicate  that  where  a  person  with  dementia  experiences 
additional  psychiatric  symptoms,  such  as  delusions  or  psychosis,  insight  is  reduced 
(Hartwood  et  al.,  2000).  Some  studies  indicate  that  people  with  a  higher  level  of  insight 
are  more  prone  to  depression  whilst  others  opine  that  people  with  a  greater  awareness  are 
more  likely  to  benefit  from  counselling  and  support  groups  and  therefore  become  more 
accepting  of  the  condition  (Yale,  1998).  One  possible  reason  for  the  variation  in  findings 
is  that  most  research  relies  on  rating  scales  to  assess  the  person's  level  of  awareness  of 
which  there  are  three  main  types,  all  of  which  rely  on  value  judgments  being  made  by 
others  (Derouesne  et  al.,  1999;  Bucks,  1998;  Verhey  et  al.,  1993). 
The  first  involves  asking  the  person's  carer  or  relative,  or  professionals  to  rate  the 
person's  level  of  insight  on  a  scale  according  to  their  interpretation  and  knowledge  of  the 
person  (Verhey  et  al.,  1993).  The  second  involves  asking  the  carer  or  relative  specific 
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their  answers  with  the  person  with  dementia.  A  discrepancy  usually  indicates  lack  of 
insight.  The  third  scale  similarly  involves  comparing  the  person's  level  of  knowledge 
about  their  deficits,  with  observed  behaviour  or  actual  ability.  Again  a  discrepancy 
between  the  perception  of  the  person  with  dementia  and  the  actual  findings  would 
indicate  a  lack  of  insight  (Derouesne  et  al.,  1999:  Bucks,  1998). 
Bucks  (1998)  also  pointed  out  that  even  healthy  people  have  difficulty  judging  their  own 
abilities  and  gave  the  example  of  the  majority  of  people  believing  they  are  good  drivers! 
Another  possibility  is  that  the  person  with  dementia  might  not  have  a  lack  of  awareness 
but  have  difficulty  admitting  their  deficits  or  simply  forget  at  the  time  when  they  are 
asked  about  the  problems  they  are  experiencing.  They  could,  however,  be  aware  at  the 
times  they  are  experiencing  difficulties  (Howorth  and  Saper,  2003;  Phinney,  2003).  The 
person  with  dementia  could  also  have  difficulty  understanding  the  questions  or 
communicating  their  difficulties  (Bucks,  1998).  Furthermore,  the  relationship  that  the 
person  with  dementia  has  with  the  interviewer  can  have  an  impact  on  their  response  and 
the  extent  to  which  the  interviewer  challenges  them  about  their  deficits  (Clare,  2002). 
Interestingly,  a  study  by  Derouesne  et  al  (1999)  highlighted  the  variability  within  the 
assessment  process.  They  found  that,  when  comparing  three  assessments  of  88  people 
with  Alzheimer's  disease,  awareness  of  cognitive  deficits  varied  greatly  between 
participants  depending  on  the  assessment  methods  used.  It  was  therefore  concluded  that 
assessment  of  insight  should  be  made  on  a  case  by  case  basis.  Similarly,  a  study  by 
Howorth  and  Saper  (2003)  found  variations  in  assessments  used  for  measuring  insight 
and  recommended  the  use  of  qualitative  research,  in  particular  interviewing  people  with 
dementia,  to  supplement  quantitative  findings  and  incorporate  their  own  experiences. 
The  following  part  of  this  review  shows  how  the  use  of  qualitative  research  has  added  to 
understanding  the  awareness  of  people  with  dementia. 
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In  the  past  decade  there  has  been  an  increased  involvement  of  people  with  dementia  in 
research,  particularly  in  respect  of  psychosocial  factors,  discussing  their  experiences  of 
receiving  the  diagnosis  and  the  impact  of  the  illness  on  their  lives  (Hellstrorn  et  al.,  2005; 
Wilkinson  et  al.,  2002;  Gilliard,  1995;  Bahro  et  al.,  1995;  Keady  et  al.,  1995).  Rather 
than  presume  "anosognosia"  is  specifically  related  to  neurological  changes  in  the  brain, 
several  authors  have  alluded  to  "unawareness"  as  being  complex  and  involving  cognitive, 
behavioural  and  social  aspects,  as  well  as  psychological  defences  and  that  people  with 
dementia  should  not  be  presumed  "unaware"  on  the  basis  of  our  limited  information  and 
interaction  with  them  (Howorth  and  Saper,  2003;  Clare,  2002;  Bucks,  1998;  Kitwood, 
1997a).  According  to  Clare: 
"Awareness  is  not  a  symptom  that  can  be  ohjectively  isolated  and  assessed,  but  a 
reflection  in  which  the  person  constructs  an  accountfor  his  or  her  experience  in  a 
given  time  and  in  a  given  context  "  (2002:  34). 
Furthermore,  Kitwood  (I  997a)  acknowledged  that  cognitive  processes  can  cause  a  lack  of 
insight,  but  cautioned  that  emphasising  biological  factors  can  lead  to  an  approach 
whereby  people  with  dementia  are  treated  in  a  dehumanizing  manner  if  it  is  assumed  that 
they  are  not  aware  of  what  is  happening  to  them.  He  further  described  how  an 
impoverished  care  environment  can  perpetuate  denial  of  their  situation.  The  following 
section  further  explores  how  denial  is  a  common  psychological  defense  mechanism  used 
by  people  with  dementia  (Cheston  and  Bender,  1999;  Coleman,  1996). 
2.12  Denial  -a  coping  mechanism  which  influences  awareness 
According  to  Coleman  (1996),  the  onset  to  any  severe  or  life  threatening  illness  can  be 
seen  as  a  threat  to  the  person  and  often  many  people  refuse  to  acknowledge  the  impact  or 
outcome  of  the  illness,  or  attribute  changes  to  trivial  causes.  Cheston  and  Bender  (1999) 
further  added  that  individuals  have  not  only  to  deal  with  neurological  changes,  but  with 
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Furthermore,  they  opined  that  having  complete  insight  into  the  condition  could  represent 
an  enormous  emotional  challenge  and  denial  can  be  a  way  in  which  people  with  dementia 
can  protect  themselves  against  something  that  is  too  traumatic  to  be  able  to  deal  with. 
According  to  Cheston  and  Bender: 
"Denial  prevents  the  individual  being  overwhelmed  by  the  emotional  consequences 
ofthe  losses  they  have  suffered  or  the  threat  that  the  dementing  process  represents" 
(1999:  159). 
Furthermore,  they  also  argued  that  denial  could  be  described  as  "psychological  time  out" 
to  allow  individuals  time  to  develop  other  strategies  to  cope  with  their  situation.  If 
however,  the  person  has  few  resources  either  personally  or  socially  to  deal  with  the 
losses,  it  can  become  habitual  and  permanent.  Hence,  they  alluded  to  creating  a 
supportive  environment  to  allow  the  person  to  explore  various  strategies  to  come  to  terms 
with  the  illness.  This  indicates  that  practitioners  should  attempt  to  explore  with  the 
individuals  how  they  feel  about  such  losses  in  their  lives,  to  enable  them  to  develop 
coping  strategies. 
Like  insight,  some  authors  have  pointed  out  that  denial  is  not  an  "all  or  nothing" 
phenomenon  (Howorth  and  Saper,  2003;  Clare,  2002;  Bahro  et  al.,  1995).  Howorth  and 
Saper,  for  example,  interviewed  32  people  with  dementia.  They  reported  that  some  of 
this  group,  whilst  acknowledging  cognitive  deficits,  spontaneously  mentioned  other 
problems  such  as  sensory  and  physical  difficulties  as  being  more  significant  to  them. 
Howorth  and  Saper  emphasised  that  in  mentioning  these  factors  the  participants  were  not 
necessarily  in  denial,  but  their  comments  seemed  to  reflect  a  genuine  order  of  their 
priorities,  which  they  considered  had  more  of  an  impact  on  their  lives. 
In  the  same  study  Howorth  and  Saper  found  that  some  people  with  dementia,  although 
aware  of  their  diagnosis,  were  unable  to  make  the  connection  between  themselves  and 
other  members  of  their  families  who  had  suffered  the  same  condition.  The  authors 
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psychological  defence  or  an  organically  determined  failure  to  understand  the  implications 
of  the  illness.  Similarly,  some,  although  aware  of  their  deficits,  did  not  appear  perturbed 
by  their  problems.  Again  the  authors  were  unable  to  ascertain  if  this  was  due  to  apathy 
associated  with  the  neurological  process  of  the  illness,  depression  or  denial  of  the  impact 
that  it  was  having  on  their  lives.  On  the  other  hand,  some  were  very  defensive  regarding 
their  inability  to  carry out  certain  tasks.  However,  at  the  time  of  carrying  out  the  tasks 
they  expressed  frustration  and  anxiety,  indicating  an  awareness  at  one  level  but  not 
another.  Howorth  and  Saper  (2003)  described  this  as  having  awareness  at  an  emotional 
level,  but  not  cognitively. 
Several  studies,  although  not  specifically  looking  at  insight  or  denial,  highlighted  that  the 
vast  majority  of  people  with  dementia  felt  it  was  their  right  to  know  their  diagnosis  with 
many  experiencing  a  sense  of  relief  after  being  told.  This  therefore  indicates  that  they 
had  awareness  about  their  condition  and  cognitive  deficits  (Wilkinson  et  al.,  2002; 
Gilliard,  1995;  Bahro  et  al.,  1995;  Keady  et  al.,  1995).  Many  claimed  to  be  aware  of 
deficits  before  diagnosis,  with  some  claiming  they  were  aware  "something  was  wrong" 
before  being  told.  Although  most  participants  in  the  research  were  conscious  of  their 
diagnoses',  there  were  wide  variations  in  the  levels  of  knowledge  participants  had  about 
their  conditions. 
Bahro  et  al  (1995)  described  how  seven  people  with  Alzheimer's  disease  coped  with  their 
illness.  They  described  how  some  avoided  naming  the  illness,  did  not  seek  out  any 
information,  minimalised  the  severity  of  their  functional  levels  and  were  generally  vague 
when  discussing  their  symptoms.  Avoidance,  somatisation,  self  blame,  displacement, 
disassociation  of  affect  and  denial  were  therefore  some  of  the  coping  mechanisms  used 
by  the  participants. 
Similarly,  Keady  et  al  (1995)  interviewed  eleven  people  with  dementia  and  described 
how  many  chose  to  keep  secret  their  real  fears,  feelings  and  needs,  not  only  to  protect 
themselves  from  the  full  implications  of  the  illness  but  often  to  protect  the  person  with 
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find  it  easier  to  discuss  their  concerns  with  detached  professional  confidants  rather  than 
family. 
Another  factor  is  that  unawareness  can  occur  from  not  knowing  the  relevant  information, 
or  being  given  the  opportunity  to  discuss  the  illness  (Clare,  2002).  It  should  be  noted  that 
this  review  repeatedly  shows  that  people  with  dementia  are  treated  in  a  paternalistic 
manner  by  professionals  and  relatives.  The  remainder  of  this  chapter  shows  how  lack  of 
information  can  influence  the  person's  awareness  of  their  current  situation  and  deny  the 
individuals  the  opportunity  to  discuss  the  future. 
2.13  Does  lack  of  information  influence  unawareness? 
Downs  et  al  (2002)  concluded  in  their  study  of  how  much  information  GPs  shared  with 
people  with  dementia  that  they  were  less  likely  to  give  them  information,  used 
euphemisms  and  presented  the  future  more  optimistically  than  they  did  to  carers.  it 
therefore  might  not  be  surprising  that  some  will  lack  a  degree  of  insight  if  not  given 
relevant  information  about  the  condition.  Howorth  and  Saper  (2003)  also  describe  how 
many  people  with  dementia  "normalised"  their  condition  as  a  way  of  dealing  with  its 
emotional  impact.  Although  recognizing  their  deficits,  many  reported  that  their 
decreased  functioning  was  due  to  advancing  age.  Whilst  at  one  level  this  could  be  seen 
as  denial,  the  study  by  Downs  et  al  showed  that  some  professionals  colluded  and 
encouraged  this  way  of  thinking.  Whilst  it  could  be  viewed  as  'being  kind'  it  also  has 
implications  for  people  with  dementia  being  given  the  opportunity  to  make  provisions  for 
the  future. 
Hellstrom  et  al  (2005),  in  a  study  exploring  the  impact  of  dementia  on  the  everyday  life 
and  relationships  of  older  spousal  couples,  suggested  that,  in  the  early  stages  of  dementia, 
awareness  is  not  simply  a  matter  of  knowing  the  diagnosis,  but  dependent  on  the  level  of 
openness  and  sharing  of  information  between  partners.  They  further  suggested  that 
where  there  is  no  "sharing  of  perceptions"  couples  may  drift  apart  and  the  relationship  is 
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"worked  together"  were  more  likely  to  seek  help  from  professionals  and  receive 
information.  Interestingly,  several  couples  only  sought  limited  information  or  as  much  as 
they  could  deal  with  at  the  time.  The  authors  suggested  that  this  was  an  active  choice 
based  on  a  mutual  acknowledgement  of  the  condition,  but  not  allowing  it  to  dominate 
their  lives.  This  indicates  that,  for  some,  having  the  choice  and  opportunity  to  receive 
information  is  more  important  than  actually  receiving  it. 
In  line  with  this,  one  field  of  thought  is  that,  although  not  forced  to  discuss  their  deficits, 
people  with  dementia  should  be  allowed  the  opportunity  to  discuss  and  plan  for  the  future 
(Wilkinson  et  al.,  2002;  Husband,  1999;  Gilliard,  1995).  Some  however  advised  caution. 
According  to  Fairbairn: 
"If  loss  of  insight  is  one  of  the  few  protections  in  this  terrible  illness,  is  it 
appropriate  to  try  and  improve  insight,  presumahlyfor  the  purpose  of  allowing  the 
tidying  up  of  their  personal  life  and  the  opportunity  to  sort  out  personal  affairs?  " 
(2000:  16). 
The  final  part  of  this  chapter  attempts  to  answer  this  question.  However,  as  this  review 
has  highlighted  several  times  there  is  a  dearth  of  literature  regarding  whether  people  with 
dementia  want  to  plan  ahead. 
2.14  Do  people  with  dementia  want  to  plan  future  care? 
One  of  the  main  reasons  highlighted  for  sharing  the  diagnosis  with  people  with  dementia 
is  to  allow  them  to  plan  for  future  care  or  take  control  over  future  health  care  and  related 
personal  decisions  (Lingarde,  2002;  Wilkinson,  2001).  The  literature  often  highlights 
financial  planning,  appointing  a  welfare  attorney,  making  a  will  and  advanced  directives 
(Mason  and  Wilkinson,  2002;  Meyers,  1997).  However,  few  people  with  dementia 
appear  to  complete  advance  directives  (Mitchel,  2003a;  Grossberg,  1998;  Dresser,  1995). 
Moreover,  despite  an  increasing  amount  of  literature  including  the  experiences  of  people 
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their  lives,  rarely  does  it  discuss  the  type  of  care  they  would  want  if  their  condition 
deteriorates  and  if  they  do,  in  fact,  want  to  make  plans. 
Husband  (1999)  touched  on  future  care  options  in  his  study,  but  concluded  that  making 
plans  did  not  seem  a  major  preoccupation  for  the  three  people  with  dementia  that  he 
interviewed  and  that  they  were  more  concerned  with  how  they  were  perceived  and  treated 
by  others.  Similarly  two  studies  which  explore  how  people  with  dementia  felt  about  the 
services  they  were  receiving  highlighted  that  they  were  rarely  interested  in  the  physical 
aspects  of  their  care  but  more  on  social  aspects,  such  as  their  relationships  with  staff  and 
other  clients,  their  need  to  feel  valued  or  the  type  of  companionship  they  favoured 
(Goldsmith,  1995;  Sperlinger  and  McAuslane,  1994). 
However,  Downs  et  al  (2002)  pointed  out  that  GPs  gave  little  medical  infon-nation  to 
people  with  dementia  and  rarely  discussed  prognosis,  tending  to  paint  it  in  optimistic 
terms.  Whilst  this  could  be  perceived  as  "protecting"  or  "being  kind",  it  should  be  noted 
that  it  could  also  be  viewed  as  paternalistic  and  subsequently  make  it  difficult  for  the 
person  with  dementia  to  plan  ahead  or  have  the  choice  to  plan  (Fearnley  et  al.,  1997).  It 
is  therefore  inconclusive  if  people  with  dementia  do  not  plan  future  health  care  because 
they  genuinely  do  not  want  to  or  are  not  encouraged  or  given  the  opportunity,  by 
professionals. 
2.15  Summary 
In  conclusion,  this  chapter  highlights  that  the  inception  of  cholinesterase  inhibitors  has 
initiated  a  change  in  culture  relating  to  dementia  care.  There  has  been  an  increase  in 
memory  clinics  (Lindesay  et  al.,  2002)  and  more  people  are  being  diagnosed  in  the  earlier 
stages  of  the  illness  with  more  accuracy  (Passmore  and  Craig,  2004;  Warner,  2003; 
Philips  and  O'Brien,  2002).  Some  professionals,  psychiatrists  in  particular,  are  more 
likely  to  share  the  diagnosis  with  people  with  dementia,  although  it  is  uncertain  as  to 
whether  this  is  the  case  with  GPs  (Lindesay  et  al.,  2002;  Downs  et  al.,  2002).  An 
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have  a  right  to  know  about  their  condition  (Dautzenberg  et  al.,  2003;  Holroyd  et  al., 
2002;  Turnbull  and  Wolf,  2002),  and  the  vast  majority  of  people  with  dementia  would 
rather  know  about  their  diagnosis  (Wilkinson  et  al.,  2002;  Gilliard,  1995). 
This  chapter  also  highlights  that  there  is  a  dearth  of  literature  concerning  what 
information  is  actually  given  to  people  with  dementia.  The  study  by  Downs  et  al  (2002), 
highlights  that  although  many  GPs  stated  that  they  shared  the  diagnosis  with  the  person, 
often  they  used  euphemistic  terms  such  as  'memory  problems'  which  is  not  specifically 
regarded  as  sharing  the  diagnosis.  Furthen-nore,  they  paint  a  more  optimistic  impression 
to  the  people  diagnosed  and  gave  them  less  infon-nation  than  they  gave  to  their  relatives. 
The  literature  review  does  not  highlight  whether  this  is  also  the  trend  in  memory  and 
specialised  clinics,  but  notes  that  there  were  few  written  policies  related  to  the 
information  that  the  person  was  given  upon  diagnosis. 
Moreover,  this  chapter  shows  that  early  diagnosis  and  the  possibility  of  some  people 
responding  to  medication  has  given  them  an  opportunity  to  plan  for  future  care  (Passmore 
and  Craig,  2004;  Warner,  2003;  Lingard  2002;  Department  of  Health  2001).  It  also  points 
out  that  by  presuming  lack  of  awareness  is  specifically  a  biologically  determined 
symptom,  professionals  will  be  less  likely  to  attempt  to  discuss  the  future.  However,  if 
they  acknowledge  that  lack  of  awareness  is,  at  least  in  part,  due  to  psychosocial  factors, 
there  is  more  scope  to  discuss  the  future  (Clare,  2002;  Bucks,  1998). 
FinallY,  there  is  a  lack  of  literature  in  relation  to  whether  people  with  dementia  want  to 
plan  future  care  and  the  practicalities  of  involving  the  newly  diagnosed  in  this  process. 
This  chapter  therefore  does  not  clarify  whether  the  lack  of  literature  is  a  result  of  the 
recency  to  which  some  professionals  have  started  disclosing  the  diagnosis  to  people  with 
dementia.  One  possibility  which  must  be  considered  is  that  the  majority  of  people  do  not 
wish  to  make  plans  for  the  future  (Husband,  1999).  However,  it  is  also  possible  that  they 
are  not  given  the  information  about  the  prognosis  and/or  encouraged  by  practitioners  to 
plan  ahead  and  therefore  denied  the  choice  (Downs  et  al.,  2002,  Winner,  1996). 
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3.1  Introduction 
This  chapter  looks  at  the  emergence  of  the  "new  culture  of  dementia  care",  a  perspective 
which  has  challenged  the  traditional  medical  model  of  dementia  and  placed  greater 
emphasis  on  socio-Political  factors  that  mediate  the  experiences  of  dementia  (Cheston  et 
al.,  2000;  Bartlett  and  Martin,  2002  in  Wilkinson,  2002;  Kitwood,  1997).  The  "new 
culture  of  care"  has  evolved  predominantly  through  the  inclusion  of  people  with  dementia 
in  research.  Previously  their  voices  did  not  feature  in  research  and  instead  were  presented 
by  family  and  caregivers  (Bartlett  and  Martin,  2002).  The  'new  culture  of  dementia  care' 
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values  to  be  gained  from  a  concern  with  their  perspectives  (Downs,  1997). 
The  driving  force  behind  this  research  is  to  evaluate  the  feasibility  of  engaging  with 
people  with  dementia  to  make  provision  for  the  future,  within  the  context  of  a  person 
centred  approach.  Planning  for  the  future  is  also  viewed  as  an  empowering  approach 
(Downs  et  al.,  2002;  Wilkinson,  2001).  This  chapter  explores  the  issues  around  "person 
centred  care"  and  the  concept  of  empowerment  relative  to  health  care  planning.  Chapters 
one  highlighted  the  benefits  of  Values  Histories  as  a  possible  way  of  empowering  people 
with  dementia,  in  the  same  way  that  they  are  perceived  to  benefit  people  with  terminal 
illnesses.  The  chapter  will  therefore  also  explore  Values  Histories  and  advanced 
statements  within  the  context  of  person  centred  care  and  empowerment. 
The  chapter  is  split  into  two  parts.  The  first  part  begins  with  an  overview  of  person 
centred  care,  contrasting  it  with  the  medical  model  of  care.  It  highlights  eight 
components  of  the  person  centred  approach  and  describes  'person  focussed'  care  which  is 
particularly  pertinent  to  people  diagnosed  in  the  early  stages  of  dementia  (Cheston  and 
Bender,  1999).  Thereafter  it  describes  some  biographical  approaches  which  claim  to  be 
person  centred  and  finally  discusses  whether  Values  Histories  could  be  classed  in  this 
way.  The  discussion  concludes  by  focussing  on  the  concept  of  empowerment  and  ends 
with  the  research  questions. 
Part  One 
3.2  Person  centred  approach  to  care 
Whilst  "person  centred"  has  become  a  popular  phrase  associated  with  dementia  care 
(Kitwood  1995),  some  authors  have  admitted  a  degree  of  unease  with  the  use  of  the  term, 
feeling  that  many  involved  in  academic  and  clinical  practice  feel  obliged  to  identify  their 
particular  approach  as  "person-centred"  to  have  any  credibility  (Morton  1999;  Packer 
1999). 
61 Morton  (1999)  states  that  the  phrase  has  become  synonymous  with  "good  quality"  care  in 
order  for  new  initiatives  (albeit  good  innovations)  not  to  be  seen  as  "old  fashioned"  or 
associated  with  older  medical  models  of  dementia  care  where  people  were  seen  as 
"suffering"  from  dementia,  the  tendency  being  to  focus  on  their  cognitive  deficits,  often 
associating  the  illness  as  a  'living  death'. 
The  term  "person  centred"  is  often  viewed  it  by  some  as  knowing  the  person  with 
dementia's  previous  personality,  their  personal  history,  achievements  and  life  story 
(Benson,  2000;  Costello,  1996).  Alternatively  it  is  seen  as  a  refusal  to  correct  or  interpret 
confused  speech  and  behaviour,  looking  for  meaning  behind  their  communication,  such 
as  validation  therapy  (Cheston  and  Bender,  2000;  Dewing,  2000).  It  may  also  be  seen  as 
the  maintenance  of  people  with  dementia's  rights  and  choice  (Baker,  2003;  Radar,  1995). 
Morton  however  argues  that  whilst  these  perspectives  are  valuable,  the  "person  centred" 
approach  is  quite  distinct  from  that  implied  by  many  in  dementia  care.  The  following 
section  therefore  explores  the  concept  of  "person  centred"  care  and  in  particular  draws  on 
the  work  of  Kitwood  (1997)  who  is  seen  by  many  as  the  originator  of  the  person  centred 
approach  in  relation  to  caring  for  people  with  dementia  (Cheston  and  Bender,  1999; 
Morton,  1999). 
3.3  The  "organic  model"  of  care. 
According  to  Kitwood  there  are  two  main  "ingredients"  for  person  centred  care  which  are 
interconnected:  an  ethic  and  social  psychology.  Ethically  he  asserts: 
"...  all  human  beings  have  absolute  value,  regardless  of  how  good  or  bad,  how  able 
or  disabled  they  mV  be.  We  thus  have  an  obligation  to  treat  each  other  with  deep 
respect;  as  ends  and  never  as  means  to  some  other  end"  (1995:  12). 
Regarding  social  psychology  he  states  it: 
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out  their  lives  in  the  most  fuYi'lling  way  (maintaining  relationships,  exercising 
choice,  experiencing  satisfaction  and  so  on)"  (1995:  13). 
Kitwood  (1997;  1995)  argues  that  "knowledge"  which  overemphasises  the  neuro- 
scientific  aspects  of  dementia  can  have  a  "dehumanising  effect",  which  enhances  the  "ill- 
being"  of  people  with  dementia.  He  refers  to  this  as  "the  standard  paradigm",  or  the 
"organic  model",  which  does  not  take  account  of  the  psychosocial  or  social  factors  of  the 
illness.  He  also  argues  that  there  are  changes  in  the  psychosocial  environment  and  in 
patterns  of  relationships  and  interaction  with  others,  which  can  have  a  depersonalising 
effect  and  equally  add  to  the  process  of  dementia.  Moreover,  he  also  states  that  the 
medical  process  of  diagnosing  and  assessing  people  with  dementia  can  be  'degrading' 
and  is  the  beginning  of  the  depersonalizing  process.  Cheston  and  Bender  (1999)  also 
allude  to  the  same  point  and  further  add  that  memory  clinics  do  not  adequately  tackle  the 
social  and  psychological  needs  of  people  newly  diagnosed  with  dementia.  Interestingly, 
other  writers  espoused  the  benefits  of  people  with  dementia  receiving  early  and  accurate 
diagnoses  of  dementia  (which  would  include  such  "degrading  tests"),  believing  this  to  be 
a  way  of  empowering  and  allowing  them  to  come  to  terms  with  the  illness  (Pinner  and 
Bouman,  2003;  Feamley  et  al.,  1997). 
When  looking  at  the  medicalization  of  dementia,  Kitwood  (1995)  argues  that  it  can  lead 
to  an  approach  which  depersonalizes  people  with  dementia,  particularly  as  the  condition 
progresses  and  they  are  admitted  into  long  term  care  settings.  He  describes  how  their 
"wellbeing"  can  be  eroded,  and  people  with  dementia  can  be  seen  as  a  set  of  "symptoms" 
rather  than  people.  He  uses  the  term  "malignant  social  psychology"  to  describe  attitudes 
which  whilst  not  deliberate  are  none  the  less  damaging,  can  erode  people  with  dementia's 
"personhood".  Kitwood  describes  aspects  such  as  treating  the  person  as  if  they  are  a 
diseased  object  or  as  a  baby,  using  deception  to  manipulate  the  person,  not  allowing  the 
person  to  use  their  abilities,  using  fear  or  physical  power  in  order  to  coerce  the  person, 
labelling,  by  means  of  describing  a  person  with  dementia  or  their  behaviour,  giving  too 
much  information  and  putting  the  person  under  pressure,  failing  to  acknowledge  their 
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the  main  elements  of  this  approach  (Kitwood  and  Brendan,  1992). 
Concerning  the  effects  of  "malignant  social  psychology"  Kitwood  (1997)  opines  that  this 
approach  can  have  "devastating  effects"  on  the  personhood  of  people  with  dementia  and 
that  that  no  individual  will  be  able  to  withstand  its  undermining  effects  over  the  course  of 
years.  Whist  Kitwood's  description  of  "malignant  social  psychology"  is  seen  by  some  as 
the  beginning  of  a  "new  culture",  many  of  his  criticisms  have  similarly  been  described  in 
literature  pertaining  to  other  groups  of  people  receiving  institutional  care  in  large 
hospitals,  particularly  people  with  mental  illness  or  learning  difficulties  (Adams,  1996; 
Goffman,  1968).  Adams,  for  example,  argues  that  whilst  Kitwood's  work  has  done  much 
to  increase  understanding  of  dementia,  he  has  merely  'continued  the  work  of  the  anti- 
psychiatry  movement  of  the  1960s,  by  extending  its  work  to  dementia'  (1996:  952).  It 
also  should  be  noted  that  whilst  Kitwood  is  critical  of  the  attitudes  that  the  medicalization 
of  dementia  brings  to  the  care  setting,  many  carers  report  a  degree  of  comfort  from 
medical  explanations  of  behavioural  problems  which  their  loved  ones  experience  and 
report  being  more  tolerant  with  the  person,  especially  at  the  start  of  caring  (Nolan  et  al., 
1996).  Furthermore,  some  people  with  dementia  report  similar  feelings  of  comfort  after 
receiving  medical  explanations,  allowing  them  to  "make  sense"  of  their  experiences 
(Robinson,  1997). 
One  of  the  main  features  of  a  person  centred  approach  relates  to  the  relationship  between 
the  "therapist"  and  the  "person"  (Morton,  1999).  Rather  than  emphasising  the  therapist's 
knowledge  of  the  disability  or  technical  expertise,  it  emphasises  the  personal  qualities 
and  attributes  of  the  therapist.  The  therapist  would  attempt  to  create  a  "helping 
relationship"  and  guide  the  person  towards  a  better  understanding  of  him  or  herself 
(Morton,  1999).  By  way  of  exploring  the  components  of  "true"  person  care,  the  next 
section  highlights  four  aspects  from  the  work  of  Morton  (1999),  who  in  turn  drew  on 
"person  centred  therapy"  as  described  by  Rodgers  (1957)  and  the  writings  of  Kitwood 
(1997). 
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1.  A  nonjudgmental  acceptance  ofthe  unique  aspects  ofeach  individualperson. 
Morton  (1999)  pointed  out  that  this  involves  more  than  recognising  who  the  person  was 
before  the  onset  of  the  illness,  but  including  the  stage  that  their  personality  has  reached 
and  suggests  that  process  of  dementia  is  a  further  stage  of  the  people  with  dementia's 
personality.  He  further  added  that  there  is  need  for  people  with  dementia  to  be  seen  as 
more  than  a  set  of  symptoms  or  as  a  body  in  which  the  "former  occupant  has  departed". 
Instead  he  mooted  that  there  should  be  recognition  of  the  qualities  that  make  up  the 
person  and  the  highly  individual  way  they  can  react  to  their  predicament,  which  would 
involve  respecting  the  sense  that  they  make  of  their  situation.  Kitwood  also  alludes  to  the 
uniqueness  of  each  individual  person.  He  states: 
"Each  person  has  come  to  be  who  they  are  by  a  route  that  is  uniquely  their  own; 
every  stage  of  thejourney  has  left  its  mark  "  (199  7:  15). 
Moreover,  Kitwood  suggests  that  rather  than  looking  for  neurological  reasons  for 
"behavioural  problems"  associated  with  dementia,  professionals  should  firstly  consider 
the  uniqueness  of  the  person's  personality  and  attempt  to  enter  into  their  world  and  the 
way  they  perceive  it. 
2  An  emphasis  on  seeing  the  person  "as  a  whole  ". 
According  to  Morton: 
"Person  centred  care  of  older  people  with  dementia  will  prize  each  individual's 
history,  their  unique  life  story.  Ais  is  not  to  diminish  theirpresent  by  accentuating 
their  past  but  rather  to  acknowledge  that  each  persons  present  identity  is  afunction 
of  their  past,  and  that  interpretation  and  evaluation  of  one's  past  life  is  an  essential 
part  ofrevising  the  selfconcept  "  (1999:  14). 
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seen  by  many  as  ways  of  promoting  a  more  individualised  approach  to  their  care 
(Pietrukowicz  and  Johnston, 1991).  Akin  to  this,  some  studies  have  shown  positive 
responses  from  nursing  home  staff  when  given  background  information,  tending  to  see 
the  'person'  rather  than  the  illness  (Carlyle  and  Schofield,  2004;  Godwin,  2002). 
Kitwood  (1997)  also  discusses  "identity  work"  and  "holding  on  to  who  we  are".  He 
states  that  to  encourage  a  true  person  centred  approach  for  people  with  dementia  one 
must  be  able  to  consider  not  only  the  life  story  "facts",  but  how  they  coped  with  previous 
crises  throughout  their  lives  and  emotional  reactions  to  stressful  situations. 
3.  Entering  another's  'frame  of  reference  ". 
This  term  is  based  on  a  respect  for  the  subjective  experiences,  perceptions  and  inner 
world  of  the  individual,  based  on  the  belief  that  to  understand  an  individual  requires  one 
to  empathise  with  the  person's  inner  world  in  an  attempt  to  view  it  as  they  do  (Rodgers, 
1957).  The  therapist  does  not  need  to  hold  an  opinion,  but  should  try  to  make  sense  of 
the  person  with  dementia's  reality  and  gain  an  insight  into  their  world  unlike  those 
engaging  in  cognitive  enhancing  approaches  such  as  reality  orientation.  Moreover, 
although  communication  can  be  impaired  in  the  latter  stages  of  dementia,  with  speech 
appearing  meaningless  and  garbled,  some  authors  suggest  that  by  listening  and  observing 
an  individual  in  a  non  judgemental  manner,  often  such  meaningless  communication  has  a 
far  deeper  meaning  than  first  indicated  (Kitwood,  1997;  Killick,  1994). 
4.  A  non  directive  approach. 
Morton  (1999)  states  that  a  person  centred  approach  will  enhance  the  feelings  that 
individuals  with  dementia  have  of  being  in  control  of  their  lives  and  maximise  their 
autonomy.  He  emphasises  the  role  of  the  professional  as  an  "enabler  or  facilitatoe,,  who 
should  recognise  that  responsibility  and  power  lie  with  the  person.  Regarding 
communication,  he  recommends  that  in  conversations  with  people  with  dementia  they 
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try  to  address  and  explore  their  current  concerns.  Discussing  residential  care,  he  suggests 
that  more  thought  should  go  into  planning  and  designing  buildings  by  adapting  them  to 
allow  people  with  dementia  maximum  independence  and  facilitate  a  non  directive 
approach.  Similarly,  Marshal  (1999)  has  also  written  about  designing  buildings  and 
improving  environments  in  such  a  way  to  increase  safety  in  the  least  restrictive  way,  but 
also  maximise  the  individual's  independence.  Some  also  argue  that  dementia  should  be 
viewed  as  a  disability  rather  than  a  disease,  and  as  such  the  person's  environment  should 
be  seen  as  the  problem  rather  than  the  person  with  dementia  (Bartlett,  2000;  Marshal, 
1999). 
Much  of  Kitwood's  (1997)  work  concentrates  on  people  with  dementia  living  in 
institutional  care  and  ward  environments.  However,  Chester  and  Bender  suggest  that 
waiting  until  a  person  with  dementia  is  confined  to  an  institution  "is  leaving  matters  too 
late"  (1999:  122). 
The  following  section  concentrates  on  people  in  the  early  stages  of  dementia  and  in 
particular  the  work  of  Cheston  and  Bender  (1999)  who  describe  'person  focussed'  care. 
3.5  Person  'focussed'  care  for  people  in  the  early  stages  of  dementia 
Similar  to  the  person  centred  approach,  the  central  task  for  professionals  is  not  to  guess 
which  part  of  the  person  with  dementia's  brain  is  damaged  or  not  functioning,  but  to 
understand  the  subjective  world  of  the  person.  Chester  and  Bender  opine  that 
professionals  should  try  to  see  the  people  with  dementia  in  their  cultural  and  social 
context  and  try  'to  make  sense  of  the  world  in  which  they  inhabit'  (1999:  111).  To  enable 
this  to  happen  they  recommend  three  principle  areas  which  professionals  and  carers 
should  attempt  to  learn  about  people  with  dementia: 
1.  their  life  history,  its  major  events,  its  crises  and  how  it  hasformed  the  person. 
2.  theirpresent  concerns  and  worries. 
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They  argue  that  by  focussing  on  these  subjective  aspects  of  'the  person',  those  working 
with  people  with  dementia  will  become  more  empathetic  and  in  turn  improve  their 
approach  when  offering  psychosocial  interventions.  Furthermore,  professionals  are 
encouraged  to  consider  people  with  dementia's  loss  of  social  role,  which  they  define  as 
"aspects  of  the  person's  affect,  meaning  and  behaviour  systems  in  which  they  structure 
their  interpersonal  world"  (1999:  123).  Aspects  such  as  being  a  worker,  provider,  parent, 
spouse,  professional,  member  of  an  organisation,  association  and  role  within  the  wider 
community  are  typical  example  of  loss  of  role  which  people  with  dementia  may  face 
when  first  diagnosed.  Interestingly,  these  are  losses  which  are  not  only  faced  by  people 
with  dementia  but  often  older  people  in  general  (Norman,  1980).  They  also  argue  that 
people  with  dementia  can  experience  a  "devalued  social  identity"  which  restricts  their 
lives  and  the  opportunities  available  to  them,  even  in  the  early  stages  of  the  illness  when 
first  diagnosed.  This  is  a  similar  approach  to  those  who  advocate  that  dementia  should  be 
viewed  as  disability  and,  as  such,  are  subject  to  the  same  barriers  and  social  exclusion  as 
people  with  a  disability  (Bartlett,  2000).  Moreover,  chapter  two  highlighted  that  carers 
and  family  members  can  become  paternalistic  and  place  unnecessary  restrictions  on 
people  with  dementia,  often  being  overly  protective,  fearing  for  their  safety  despite  no 
significant  incidents  having  occurred  (Strachan  and  Tallant,  1997;  Lawson,  1996). 
Chester  and  Bender  (1999)  also  advocate  for  assessments  and  care  to  be  carried  out  in  the 
individual's  home  environment,  arguing  that  they  will  be  less  anxious  and  generally  more 
oriented.  However,  some  of  their  suggested  interventions  could  cause  potential  conflict 
with  carers.  For  example  they  opine  that  no  respite  care  should  take  place  outwith  the 
person  with  dementia's  home,  and  advocate  home  based  respite.  Whist  this  might  be 
preferable  from  the  person's  point  of  view  it  does  not  take  into  account  the  wishes  of  the 
carers  who  could  possibly  feel  the  need  for  a  complete  break  from  caring,  to  relax  in  their 
own  homes  or  catch  up  with  household  chores  (Berry  et  al.,  1991).  Indeed,  carers,  needs 
are  not  necessarily  the  same  and  can  differ,  as  can  their  needs  differ  from  the  person  with 
dementia  (Berry  et  al.,  1991).  It  is  also  interesting  to  note  that  although  Chester  and 
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"burden"  of  care  (Archibald,  1996),  and  is  a  contrary  message  to  the  one  put  forth  in  their 
writings. 
One  of  the  main  areas  which  Chester  and  Bender  (2000)  feel  needs  addressing  is  the 
process  of  diagnosing  dementia.  They  criticise  memory  clinics  and  neuropsychological 
tests  for  being  'demeaning'  and  promoting  anxiety  to  the  person  being  diagnosed, 
arguing  that  the  tests  reinforce  the  person's  sense  of  failure  and  inadequacy.  However, 
rigorous  neurological  tests  can  rule  out  pseudo  dementias,  such  as  depression  and 
turnours  (Bullock,  2002).  Instead  they  promote  functional  assessments.  However,  they 
fail  to  point  out  that  these  assessments  can  also  be  stressful  and  threatening  to  people 
with  dementia  (Jacques  and  Jackson,  2000).  Furthermore,  they  advocate  that  the 
diagnosis  should  be  shared  with  the  people  with  dementia  in  the  first  instance  and  only 
after  their  consent  should  their  relatives  be  informed  or  be  present  during  the  initial 
discussions.  Although  the  benefits  of  sharing  the  diagnosis  with  people  with  dementia 
are  well  documented  (Fearnly  et  al.,  1997;  Drickamer  and  Lachs,  1992),  Cheston  and 
Bender  (2000)  do  not  go  into  details  of  how  they  would  include  relatives  in  the  process 
should  individuals  with  dementia  be  in  denial  about  their  diagnosis  or  have  a  lack  of 
awareness  of  their  problems  (Clare,  2002;  Starkstein  et  al.,  1997;  Migliorelli  et  al.,  1995). 
As  indicated  in  the  introduction,  the  driving  force  behind  this  research  is  to  evaluate  the 
feasibility  of  engaging  with  people  with  dementia  to  make  provision  for  the  future,  within 
the  context  of  a  person  centred  approach.  In  considering  this,  the  remainder  of  part  one 
of  this  chapter  describes  some  biographical  approaches  that  claim  to  be  person  centred 
and,  finally,  discusses  whether  Values  Histories  could  be  classed  as  person  centred. 
3.6  Are  Values  Histories  person  centred? 
As  highlighted  in  chapter  one,  Values  Histories  were  originally  designed  to  increase  the 
autonomy  of  people  with  terminal  illness  should  they  not  be  able  to  make  decisions  for 
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are  more  prescriptive,  they  allow  professionals  and  family  members  whilst  making 
decision  for  the  person,  to  be  more  flexible  and  take  the  person's  previous  characteristics 
into  consideration  (Docker,  1996).  Whilst  the  term  "person  centred"  is  not  specifically 
mentioned  in  the  literature  pertaining  to  Value  Histories,  it  is  alluded  to.  For  example, 
when  describing  the  impact  of  Values  Histories  on  the  person's  proxy,  Kuczewski  states: 
"Thus  the  patient's  interests,  values,  and  to  some  extent  personhood  survive  in  the 
deliberative  process  ofthe  proxy  "  (1994:  42). 
A  strong  case  could  be  made,  based  on  Kitwood's  (1995)  model,  for  person  centred  care, 
that  by  prizing  each  individual's  unique  life  story  and  accentuating  their  past  values  and 
characteristics,  the  person's  self  concept  will  be  enhanced  and  the  care  they  receive  from 
others  will  be  more  'personal'  as  the  illness  progresses.  Thus  it  could  be  claimed  that  by 
adapting  Values  Histories  for  people  with  dementia  it  could  be  classed  as  'person 
centred',  similar  to  the  following  three  examples  which  claim  to  be  person  centred 
(Carlyle  and  Schofield,  2004;  Godwin,  2002;  G8del,  2000). 
One  example  of  a  detailed  biographical  assessment,  which  claims  to  be  person  centred,  is 
"memoraid"  described  by  Godwin  (2002).  A  cross  between  a  life  story  book  and  detailed 
care  plan,  it  records  information  which  staff  in  long  term  care  settings  should  know  about 
a  person  with  dementia.  Information,  such  as  their  likes  and  dislikes,  family  history  and 
preferences  in  food,  music  and  religious  beliefs  were  included.  One  hundred  and  forty 
five  people's  information  was  gathered,  partly  from  people  with  dementia  and  their  carers 
at  various  stages  of  their  illness.  The  study  showed  that  staff  felt  they  got  to  know  the 
people  within  their  care  better  and  in  a  shorter  period  of  time.  Staff  also  felt  that  having 
this  information  helped  reduce  agitation  by  knowing  the  idiosyncrasies  of  the  people  in 
their  care.  Some  relatives  also  felt  a  degree  of  'freedom'  by  being  able  to  pass  on 
information  to  staff. 
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(PCP)  in  which  staff  asked  relatives  prior  to  the  admission  of  the  individuals  with 
dementia  to  fill  in  a  lifestyle  audit,  describing  personality  traits  of  the  person  including 
aspects  such  as  how  they  like  to  sleep,  sense  of  humour,  their  likes  and  dislike.  After  the 
person  was  admitted  into  care,  staff  were  encouraged  to  record  the  person's  likes  and 
dislikes  and  approaches  that  individual  staff  members  found  effective  in  promoting  better 
communication  with  the  individual. 
Another  approach  is  SPECAL,  portrayed  as  a  way  of  "maintaining  well-being"  in 
dementia  and  to  take  into  account  of  how  the  person  was  before  the  onset  of  dementia 
(G6del,  2000).  The  aim  of  this  approach  is  to  ease  the  transition  from  home  to  long-term 
care.  It  claims  that  "carers  provide  the  key"  by  giving  information  that  unlocks  details  of 
the  person's  life  before  the  onset  of  the  illness.  Staff  or  'companions'  use  the  infon-nation 
over  a  twenty-four  hour  period  in  the  context  of  prompts  and  cues  to  stimulate  long-term 
memories  and  use  language  which  the  people  with  dementia  would  know  and  recognise. 
Again  staff  and  relatives  viewed  this  very  positively. 
Similar  to  these  approaches,  one  could  argue  that  Values  Histories  are  also  based  on  a 
person  centred  or  person  focussed  model  as  they  include  biographical  accounts  and 
recording  the  likes  and  dislikes  of  people  with  dementias  (Kitwood,  1997).  Furthermore, 
additional  weight  could  be  added  to  this  argument  as  Values  Histories  can  also  include 
the  "feelings"  of  individuals  and  how  they  coped  with  difflicult  situations  in  their  lives 
(Morton,  1999).  It  is  noteworthy  therefore  that  any  biographical  account  of  people  with 
dementia  could  claim  to  be  person  centred,  in  that  the  accounts  will  enable  staff  to  see  the 
'whole  person'  (Morton,  1999).  However  if  one  considers  the  process  of  obtaining  the 
information  and  how  the  information  is  used  there  could  be  aspects  of  the  process  that  are 
not  truly  person  centred.  According  to  Kitwood: 
"the  ethic  alone  might  provide  a  motive,  but  the  practical  insight  and  skill  to  do  the 
task  well  could  be  lacking"  (  1995:  12). 
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practical  insight  and  skill"  will  involve  the  person  obtaining  the  information  in  a  "non 
judgemental  way",  entering  the  person's  "frame  of  reference"  and  allowing  the  person 
with  dementia  to  "set  the  agenda"  (Morton,  1999).  Staff  should  therefore  be  aware  that 
their  own  past  events  and  values  could  influence  the  process  of  gathering  and  recording 
the  information  (Polkinghorne,  1999).  Moreover,  chapter  one  highlighted  that  relatives' 
perceptions  can  be  different  from  the  person's  (Brandon,  1995;  Ivers,  1994;  Rankin, 
1989)  and  therefore  the  extent  to  which  they  are  involved  in  the  process  could  be  a  factor 
in  determining  whether  the  process  is  person  centred.  These  aspects  will  be  further 
explored  in  chapter  four. 
Another  area  which  should  be  considered  in  relation  to  whether  Values  Histories  are 
person  centred  is  how  staff  react  to  the  information  when  the  person  is  no  longer  able  to 
communicate  and  in  particular  if  the  person's  past  values  and  wishes  change  as  their 
condition  deteriorates.  This  is  an  area  which  Kitwood  (1997)  does  not  address  in  detail. 
Whilst  the  person  centred  approach  recognises  that  in  many  cases  knowing  a  person's  life 
story  and  values  will  help  professionals  "enter  the  frame  of  reference"  of  the  people  with 
dementia,  he  argues  that  such  information  should  not  "diminish  their  present  by 
accentuating  their  past"  (Morton,  1999:  14).  One  should  therefore  consider  whether  the 
aspect  of  trying  to  encourage  the  person  to  hold  onto  previous  values,  as  recorded  at  an 
earlier  stage  of  the  illness,  is  in  contrast  to  Kitwood's  model  for  person  centred  care. 
This  will  be  further  explored  in  section  3.10 
As  highlighted  in  section  one,  the  term  "person  centred"  has  become  synonymous  with 
the  "new  culture  of  dementia  care",  often  associated  with  "good  quality  care"  (Morton, 
1999;  Kitwood,  1997).  In  a  similar  vein  the  emergence  of  the  concept  'empowerment' 
has  become  a  fashionable  term  associated  within  the  "new  culture"  of  care  (Chaston  et 
al.,  2004;  Lingard,  2002;  Wilkinson,  2001).  The  second  part  of  this  chapter  explores  the 
concept  of  empowerment  within  the  field  of  dementia  care,  at  times  drawing  comparisons 
with  person  centred  care. 
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3.7  Introducing  the  concept  of  empowerment 
Similar  to  the  "person  centred"  approach,  the  concept  of  empowerment  questions  many 
of  the  assumptions  of  the  traditional  medical  model,  such  as  the  value  systems  that 
purport  to  respect  the  rights,  dignity  and  self  determination  of  patients  (Wilkinson,  2001). 
It  addresses  the  power  imbalance  whereby  professionals  are  viewed  as  the  experts  and 
purports  that  people  in  general  have  the  right  to  make  decisions  for  themselves 
(Fitzsimmons  and  Fuller,  2002).  It  also  questions  paternalistic  views  not  only  of  the 
medical  profession,  but  other  professionals,  family  members,  carers  and  society  in 
general  towards  vulnerable  groups  of  people 
Whilst  there  are  wider  political  implications  for  the  concept  of  empowerment  such  as 
combating  stigma,  injustice  and  oppression  on  an  individual  and  collective  level 
(Chaston.,  2004;  Ward,  2000),  this  review  concentrates  on  the  individual  with  dementia. 
It  should  be  noted,  however,  that  it  is  only  by  exploring  common  concerns  of  groups  of 
people  that  individuals  can  benefit  from  empowerment  and  "personal  troubles  can  be 
translated  into  common  concernsý'(Mullender  and  Ward,  1991:  12) 
It  also  draws  together  aspects  from  previous  chapters  such  as  the  legal  system  in 
Scotland,  the  importance  of  early  diagnosis  and  information  regarding  the  prognosis  of 
dementia,  and  advanced  planning  for  the  future.  It  concludes  by  looking  at  Values 
Histories  in  the  context  of  empowering  people  with  dementia.  Firstly,  this  section  gives  a 
brief  overview  of  the  concept  of  empowerment. 
3.8  What  is  empowerment? 
From  the  1990s,  and  in  particular  with  the  introduction  of  community  care,  government 
policy  focused  on  empowering  individuals  to  become  consumers  within  the  wider  context 
of  citizenship  (Barnes,  1997).  It  also  emphasised  aspects  such  as  user  involvement, 
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can  have  differing  underlying  ideological  positions,  collectively  they  describe  the  extent 
of  peoples'  involvement  in  the  decision  making  process  and  control  over  the  services 
they  receive  (Ward,  2000).  Moreover,  the  concept  of  empowerment  became  synonymous 
with  'hearing  the  voice'  or  'understanding'  the  needs  of  vulnerable  groups  of  people 
(Goldsmith,  1996;  Rappaport,  1990).  According  to  Rappaport: 
"To  be  committed  to  the  empowerment  agenda  is  to  be  committed  to  identi  , 
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facilitate  or  create  contexts  in  which  heretofore  silent  and  isolatedpeople,  those 
who  are  'outsiders'  in  various  settings,  organisations  and  communities,  gain 
understanding,  voice  and  influence  over  decisions  that  affect  their  lives  "  (Rappaport 
1990,  cited  in  Fitzsimmons  and  Fuller,  2002:  483). 
It  is  generally  recognised  within  the  literature  that  people  with  dementia  are  considered  a 
"vulnerable  group"  who,  due  to  their  potential  cognitive  decline,  are  at  risk  of  having 
their  autonomy  constrained  by  others  through  disempowering  behaviour  and  attitudes 
through  out  various  stages  in  the  illness  (Mason  and  Wilkinson,  2002).  It  is  also 
generally  recognised  that  literature,  especially  prior  to  the  last  decade,  tended  to  focus  on 
the  'burden  of  caring'  and  their  needs  rather  than  people  with  dementia  (Mace  and 
Rabins,  1985). 
When  looking  at  "contexts"  for  empowerment  to  be  facilitated,  Rappaport  indicates  that 
contexts  can  be  situation  specific  and  will  vary  under  different  circumstances. 
Furthermore,  these  contexts  can  be  seen  both  as  a  process  and  an  outcome  (Fitzsimmons 
and  Fuller,  2001).  The  process  refers  to  the  way  in  which  people,  organizations  or 
communities  gain  the  skills,  strengths  and  resources  to  have  greater  control  over  their 
lives  and  goal  attainment. 
Moreover,  aspects  such  as  self  determination,  promoting  choice  and  autonomy  and 
6control  over  destiny'  underpin  empowerment  (Syme,  1998;  Winner,  1996).  The  concept 
of  control  over  destiny  refers  to  the  influence  that  people  have  over  events  that  occur  in 
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over  one's  own  destiny  is  related  to  an  increased  quality  of  life  and  relates  to  a  sense  of 
being  valued  as  a  person  (Fitzsimmons  and  Fuller,  2001;  Marmot  et  al.,  1997;  Jackson, 
1993).  According  to  Fitzsimmons  and  Fuller,  participation  in  decision  making  leads  to: 
"a  sense  of  being  valued  and  respected  by  others,  of  being  able  to  make  an  impact, 
a  sense  ofconnection  towards  others  "  (200:  486). 
They  also  suggest  that  empowerment  can  lead  to  a  more  positive  sense  of  self  concept 
and  increased  self  esteem.  Disempowerment  on  the  other  hand  has  been  described  as  a 
"secondary  disability"  which  is  imposed  on  individuals  in  the  same  way  as  Kitwood 
(1997)  described  "malignant  social  psychology",  which  can  erode  the  "personhood"  of 
people  with  dementia.  Disempowerment  can  also  lead  to  feelings  of  low  self  esteem, 
depression,  feelings  of  hopelessness  and  alienation  (Fitzsimmons  and  Fuller,  2001; 
Seeman  and  Seeman,  1983). 
Furthermore,  an  empowerment  approach  recognises  the  power,  capabilities  and  values 
that  the  individual  possesses  and  attempts  to  facilitate  these  within  the  constraints  of  the 
individual's  circumstances  (Dunst  et  al.,  1994).  For  people  with  dementia,  it  recognizes 
that  they  retain  their  "sense  of  self'  despite  cognitive  losses  and  maintain  the  ability  to 
communicate  their  views  and  feelings,  albeit  with  difficulty  (Morton,  1999;  Kitwood, 
1997).  Moreover,  it  encourages  professionals  to  develop  an  attitude  whereby  they 
recognize  that  people  with  dementia  have  abilities  to  make  some  decisions  with  or 
without  their  support  (Wilkinson,  2001).  The  concept  of  empowerment  underpins  a 
respect  for  the  rights  of  the  individual  and  recognizes  that  they  should  have  maximum 
control  over  their  lives  (Fitzsimmons  and  Fuller,  2001;  Wilkinson,  2001). 
According  to  Fitzsimmons  and  Fuller  (2001:  486)  there  are  several  components  of 
empowerment.  The  following  section  considers  three  of  these  components  and  how  they 
relate  to  people  with  dementia. 
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Firstly  Fitzsimmons  and  Fuller  suggest  that  individuals  should  have: 
"an  increased  understanding  and  awareness  of  ones  own  interests,  and  one's 
position  in  relation  to  others"  (2001:  486). 
This  indicates  that  for  empowerment  to  take  place  individuals  should  have  an 
"awareness"  of  their  own  interests.  However,  chapter  two  highlighted  that  a  significant 
proportion  of  people  with  dementia  do  not  receive  their  diagnosis  and  therefore  are  not 
being  "made  aware"  of  their  condition  and  therefore  not  given  the  opportunity  to  make 
provision  for  the  future  and  therefore  disemPowered.  Mason  and  Wilkinson  (2002),  in  a 
study  looking  at  the  characteristics  of  users  and  non  users  of  the  legal  system,  pointed  out 
that  sharing  the  diagnosis  with  the  person  was  pivotal  in  preserving  the  person's  right  to 
"self  determination".  Regarding  those  who  did  receive  their  diagnosis,  they  specifically 
mentioned  the  importance  of  support  following  diagnosis  to  facilitate  empowerment. 
They  stated: 
"If  we  are  to  develop  and  support  more  inclusive  legal  and  social  systems  where 
individuals  with  cognitive  impairment  are  empowered  in  practical  ways  to  maintain 
autonomy,  then  diagnosis  and  the  support  thatfollows  clearly  needs  to  underpin  the 
implementation  ofnew  legislation  "  (2002:  62). 
Although  Mason  and  Wilkinson  recognised  that  the  legal  provisions  within  the 
(Scotland)  Act  (2000)  should  improve  the  autonomy  of  people  with  dementia  they 
indicated  that  this  could  only  happen  if  professionals  offered  "support"  following 
diagnosis  to  ensure  people  with  dementia  were  well  informed  about  the  impact  of  the 
illness  on  their  daily  living  and  what  such  a  diagnosis  could  mean  in  terms  of  their  future 
and  thus  allow  the  person  to  then  make  his  or  her  own  personal  decisions.  However,  they 
found  that  many  people  with  dementia  experienced  'communication  with  authority 
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providing  support  and  infortnation  was  'fragmented  and  medically  orientated'. 
The  second  aspect  which  Fitzsimmons  and  Fuller  suggest  that  individuals  require  to  be 
empowered  is: 
"the  acquisition  of  the  skills  and  competencies  needed  to  achieve  desired  outcomes 
(e.  g.,  interpersonal,  practical,  political,  personal  development  skills)  "  (2001:  486). 
As  highlighted  throughout  this  review  there  is  a  dearth  in  the  literature  regarding  how 
much  information  is  shared  with  people  with  dementia  about  the  prognosis  and  possible 
outcomes  of  having  dementia.  The  concept  of  empowerment  however  implies  that 
people  with  dementia  need  to  acquire  "the  skills"  to  make  plans  for  the  future  and 
therefore  be  empowered  (Fitzsimmons  and  Fuller,  2001).  Acquiring  "the  skills"  infers 
having  an  accurate  knowledge  of  the  condition,  prognosis  and  care  options  and  being  able 
to  make  informed  decisions.  Winner  (1996)  suggests  for  this  to  take  place  individuals 
must  receive  "accessible  information"  to  make  choices  about  the  services  they  will  need 
and  they  require  and  be  encouraged  to  "make  judgments  which  advance  their  own  self 
interests"  (1996:  7  1). 
Mason  and  Wilkinson  (2002)  called  for  'practical  methods'  to  involve  people  with 
dementia  in  decision  making  about  their  future  and  highlighted  that  healthcare 
professionals  as  those  in  the  best  position  to  achieve  this.  The  literature  review  however 
has  indicated  that  professionals  tend  to  give  more  information  to  relatives  than  they  do  to 
people  with  dementia  and  tend  to  be  more  optimistic  when  discussing  prognosis  with 
them  than  they  would  with  relatives  (Downs  et  al.,  2002).  Chapter  two  also  highlighted 
that  the  biological  model  of  'lack  of  insight'  can  be  an  excuse  for  professionals  not  to 
discuss  the  future,  whereas  if  one  considers  psychological  or  social  aspects  as 
possibilities  for  a  lack  of  awareness  there  is  an  opportunity  to  engage  with  people  in  a 
therapeutic  way  to  facilitate  discussion  about  the  future  (Clare,  2002;  Bucks  1998). 
However,  this  involves  practitioners  spending  quality  time  with  people  with  dementia, 
using  leading  questions  to  draw  out  the  person's  feelings  and  presenting  the  information 
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1999;  Lovestone,  1998).  Moreover,  whilst  some  people  with  dementia  might  find  it  too 
traumatic  or  not  have  the  mental  capacity  to  discus  the  prognosis  or  plan  for  the  future 
(Fairbaim,  2000)  it  could  be  argued  that  by  giving  them  the  opportunity  in  a  skilful  and 
tactful  manner,  professionals  are  adopting  an  empowering  and  person  centred  approach 
(Fitzsimmons  and  Fuller,  2001;  Cheston  and  Bender,  2000:  Kitwood,  1997). 
The  third  component  of  empowerment  relates  to  the  outcome  for  the  individual. 
According  to  Fitzsimmons  and  Fuller  there  will  be: 
"evidence  of  positive  outcomes  for  the  individual  such  as  the  acquisition  of 
competencies,  changes  in  circumstances  or  the  achievement  ofgoals  "  (2001:  486). 
Again  "changes  in  circumstances  or  achievement  of  goals"  can  only  be  attained  if  people 
with  dementia  are  aware  of  future  implications  of  the  illness.  It  is  noteworthy  that  Mason 
and  Wilkinson  (2002:  62)  used  the  term  "pathways"  when  discussing  the  process  of 
involving  people  with  dementia  in  the  decision  making  process.  Similarly  the  term 
empowerment  implies  a  "process"  (or  pathway)  leading  to  an  "outcome"  rather  than  a 
single  entity,  in  which  people  have  control  and  self  determination  over  any  intervention 
that  affects  their  lives  (Fitzsimmons  and  Fuller,  2001.483).  Mason  and  Wilkinson 
suggested  the  medical  profession  could  ensure  the  "gateway  is  open"  for  people  with 
dementia.  However,  they  point  out  that  for  pathways  to  be  considered  empowering  the 
system  would  need  to  be  coordinated  and  clearly  identify  professionals  given  the 
responsibility  to  provide  advice,  information  and  support.  Moreover,  there  are  numerous 
possible  individuals  and  organisations  that  will  be  involved  in  offering  support  along  the 
pathway  or  journey  of  dementia.  In  the  course  of  anything  from  a  few  months  to  several 
years  a  person  with  dementia  may  have  "a  career"  within  the  system,  including  health 
and  social  care  workers,  solicitors,  informal  and  formal  carers,  voluntary  organisations 
and  long  term  care  providers  (Cheston  et  al.,  2000). 
78 Similarly,  there  are  numerous  possible  areas  throughout  the  journey  of  dementia  where 
individuals  can  either  be  empowered  or  disempowered,  from  encouraging  the  person  to 
decide  what  clothes  to  wear  to  deciding  where  to  live  (Wilkinson,  2001).  The  process 
would  therefore  involve  giving  the  person  information,  choices  and  eliciting  their  views, 
for  which  there  would  be  "evidence  of  positive  outcomes"  for  the  person  i.  e.  that  their 
views  had  been  taken  into  consideration  (Fitzsimmons  and  Fuller,  2001.486). 
It  should  be  noted,  however,  that  throughout  the  person's  journey  through  dementia  some 
outcomes  are  predictable,  such  as  a  reliance  on  others  due  to  a  gradual  decline  in  the 
person's  cognitive  state  (Voysey,  1975),  and  some  unpredictable,  such  as  whether  the 
person  will  experience  behaviour  or  psychiatric  problems  (Jacques  and  Jackson,  2000  ). 
Moreover,  some  "goals"  may  incorporate  the  person  having  a  detailed  knowledge  of  the 
process  of  dementia,  whereas  others  will  be  more  general,  possibly  related  to  advancing 
years  and  poor  health  (Fagerlin  and  Schneider,  2004;  Zronek,  1999;  Docker,  1996). 
There  is  also  the  aspect  of  unrealistic  goals,  such  as  a  refusal  to  acknowledge  that  they 
might  require  long  term  care  in  the  future.  Moreover,  some  goals  could  cause  conflict 
with  others,  such  as  the  risk  that  the  person  with  dementia  is  willing  to  take  to  preserve 
their  autonomy  (Lawson,  1996;  Norman,  1980).  Furthermore,  the  person  will  have  to 
consider  whether  the  carer  will  have  the  health,  skills  or  motivation  to  care  for  them  at 
home  and  whether  the  appropriate  services  and  support  will  be  available  (Nolan  et  al., 
1996). 
The  remainder  of  this  chapter  explores  areas  where  there  is  potential  for  empowerment  to 
take  place,  but  often  the  opposite  is  the  case.  It  explores  the  legal  system  in  Scotland,  but 
specifically  focuses  on  welfare  attorney  and  advanced  planning. 
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One  process  which  can  potentially  empower  vulnerable  people  is  the  legal  system  which 
purports  to  recognise  and  enhance  the  rights  of  individuals  and  support  individual 
capacity  for  as  long  as  possible  (Wilkinson,  200  1;  Scottish  Executive,  1999b;  1995). 
According  to  Wilkinson: 
"An  empowering  system  would  allow  people  with  cognitive  impairment  the 
maximum  amount  of  control  within  the  decision  making  process  that  is  possible  for 
the  individual  at  that  time"  (2001:  324). 
This  is  very  much  in  keeping  with  the  principle  within  the  AWI  (Scotland)  Act, 
mentioned  several  times  throughout  this  literature  review,  in  that  anyone  proposing  to  do 
anything  under  the  legislation  "must  take  into  account  the  present  and  past  wishes  and 
feelings  of  the  adult  with  incapacity"  (AWl  Act,  2000:  1).  However,  Wilkinson  points  out 
that  whilst  the  legal  process  in  Scotland  is  intended  to  empower  individuals  and 
maximise  autonomy  it  is  also  designed  to  protect  them  through  the  concepts  of 
'beneficence  and  non  maleficence'.  Beneficence  can  be  defined  as  "doing  good  for 
others,  preventing  harm  and  actively  intervening  to  positively  benefit  another"  and  non 
maleficence  as  "causing  the  least  harm  to  the  person  in  question"  (Fitting,  1984  cited  in 
Wilkinson,  2001:  324).  Whilst  it  is  necessary  to  protect  people  with  dementia  from  harm, 
in  many  instances  it  can  lead  to  disempowerment  and  paternalism,  especially  if 
professionals  and  carers  are  over  cautious  or  overprotective  regarding  the  risks  they  feel 
the  person  should  be  allowed  to  take  to  continue  to  live  at  home  (Lawson,  1996;  Norman, 
1980).  Moreover,  disempowerment  can  occur  when  their  views,  either  past  or  present, 
are  either  not  listened  to  or  not  considered,  and  at  various  stages  throughout  their 
"journey"  though  dementia  (Mason  and  Wilkinson,  2002;  Fitzsimmons  and  Fuller,  2001). 
Some  of  these  goals  can  be  addressed  by  the  individual  with  potential  incapacity 
appointing  a  welfare  attorney  or  proxy  decision  maker  to  represent  the  person's  wishes 
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Fitzsimmons  and  Fuller  (2001),  for  the  process  to  be  truly  empowering  for  people  with 
dementia  they  would  have  to  be  given  clear  information  about  the  prognosis  of  the 
illness,  have  a  clear  understanding  of  the  powers  vested  in  the  appointed  person  and 
confident  that  the  proxy  would  represent  their  wishes  and  achieve  "positive  outcomes"  on 
their  behalf.  Whilst  these  aspects  are  underpinned  in  the  AWI  (Scotland)  Act,  2000, 
chapter  two  highlights  that  many  relatives  and  carers  can  indeed  find  it  difficult  to 
represent  the  person  with  dementia's  views  accurately.  Moreover,  many  relatives  find  it 
difficult  to  discuss  aspects  such  as  future  care  and  dying  with  the  person  with  dementia 
whilst  they  have  capacity,  According  to  Wilkinson: 
"There  is  a  difference  between  doing  what  we  think  is  the  right  thing  for  an 
individual  and  what  that  person  might  have  wanted  if  they  were  to  express 
autonomy"  (2001:  324  ). 
Moreover,  according  to  the  Act  the  person  should  not  be  coerced  into  appointing 
someone  (AWI  Act  2000:  14.3).  In  a  similar  vein,  Winner  (1996)  discussed  the  aspect  of 
empowering  people  with  dementia  by  giving  them  choices  regarding  services  they 
receive.  Winner  suggests  that  "passive  consent"  is  used  as  way  of  getting  individuals  to 
receive  services,  but  argues  that  this  is,  in  fact,  denying  the  individual  a  choice  as  it 
involves  minimal  negation.  In  the  same  way  there  is  a  dearth  of  literature  regarding  the 
extent  in  which  'passive  consent'  takes  place  at  the  point  that  the  person  with  dementia  is 
the  signing  the  legal  documents  to  appoint  an  attorney.  It  is  noteworthy  to  mention  that 
chapter  one  highlighted  conflicts  between  the  legal  and  medical  professions'  definitions 
of  capacity,  which  tend  to  hinge  on  their  personal  "values  judgments"  (Wilkinson,  200  1; 
Moye,  2000;  Marson  et  al.,  1994). 
Chapter  one  also  drew  attention  to  advanced  directives  and  advanced  statements  as 
possible  ways  for  empowering  people  with  dementia  when  they  no  longer  have  the 
capacity  to  make  decisions  (Volicer  et  al.,  2001,  Rushton,  2001;  Emanuel  and  Emanuel, 
81 1992;  Doukas  and  McCulloch,  1991).  The  remainder  of  this  chapter  examines  advanced 
directives  and  Values  Histories  in  the  context  of  empowerment. 
3.11  Advance  planning  and  Values  Histories  in  the  context  of  empowerment 
Advance  directives  are  viewed  by  many  as  ways  of  increasing  the  autonomy  and 
empowering  people  with  dementia,  giving  them  a  degree  of  control  and  peace  of  mind 
regarding  the  future  (Volicer  et  al.,  2001,  Rushton,  2001;  Emanuel  and  Emanuel,  1992; 
Doukas  et  al.,  1991).  It  is  noteworthy  that  the  BMA  Code  of  Practice  (2003) 
recommends  that  when  an  individual  is  completing  an  advanced  directive  it  should  be 
"carefully  discussed"  with  professionals  and  the  person  should  'understand  the 
implications'  of  their  decisions  (8.1),  which  seems  to  fit  in  well  with  the  concept  of 
empowerment,  especially  in  relation  to  'having  an  awareness  and  understanding  of  one's 
own  interests  and  'the  acquisition  of  the  skills  and  competencies  needed  to  achieve 
desired  outcomes'  (Fitzsimmons  and  Fuller,  2001:  486).  It  is  also  interesting  to  note  that 
one  of  the  main  concerns  with  advanced  directives  is  related  to  the  person  not  having 
sufficient  knowledge  at  the  time  of  documenting  their  wishes  (Fagerlin  and  Schneider, 
2004;  Zronek,  1999;  Docker,  1996).  For  advanced  directives  to  be  truly  empowering  the 
person  therefore  needs  to  make  informed  decisions. 
The  code  further  points  out  that  health  care  professionals  are  legally  bound  to  comply 
with  the  person's  wishes  as  for  some  people  advanced  directives  are  the  "only  means  of 
expressing  what  they  wish  to  happen"  (BMA,  2003:  1).  For  the  purpose  of  the 
empowerment  process  this  could  be  classed  as  the  'outcome'  (Fitzsimmons  and  Fuller, 
2001).  Moreover,  BMA  states  that  "in  all  circumstances  a  contemporaneous  decision  by 
a  competent  individual  overrides  previous  statements  by  that  person"  (4.1).  Whilst  this 
could  be  relatively  straightforward  in  the  instance  of  someone  in  a  coma,  this  research  is 
looking  more  specifically  at  the  use  of  advanced  statements  to  empower  people 
throughout  the  journey  of  dementia.  Ashley  and  Schofield  recommend  that  when 
planning  care,  people  with  dementia  should  assume  that  a  moderate  level  of  dementia  has 
been  reached  and  that  they  will  "still  be  able  to  understand  and  appreciate  to  some  extent 
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As  previously  highlighted,  capacity  to  make  decisions  in  dementia  is  situation  specific, 
can  fluctuate  and  is  often  dependent  on  the  value  judgements  of  professionals 
(Wilkinson,  2001).  This  therefore  requires  skill  on  the  part  of  professionals  to  ascertain 
the  person's  current  wishes.  Whilst  the  concept  of  empowerment  appears  to  indicate  the 
"acquisition  of  skills  and  competencies"  for  an  individual  to  make  an  informed  decision, 
it  should  be  noted  that  adopting  a  person  centred  approach  involves  not  only  verbal 
communication  but  non-verbal  communication,  observation  of  the  persons  reactions  and 
an  attempt  to  "enter  the  persons'  frame  of  reference"  (Morton,  1999;  Kitwood,  1997; 
Dresser;  1995).  It  could  be  argued  that  by  not  attempting  to  gain  the  person's  current 
wishes  and  relying  solely  on  the  advanced  directive  it  is  disempowering  to  the  person  at 
that  time  to  "ignore"  their  thoughts  (Fitzsimmons  and  Fuller,  2001;  Rich,  1998;  Dresser, 
1995). 
In  a  similar  vein,  the  usage  of  Values  Histories  can  increase  autonomy  "by  clarifying  for 
the  health  care  team  the  patient's  expressed  values  underlying  decisions  to  be  carried  out 
when  decision  making  by  the  patient  is  no  longer  possible"(Doukas  et  al.,  1991:  145). 
With  regards  to  the  empowerment  process,  this  would  indicate  that  the  person  should 
have  an  understanding  and  awareness  of  their  own  interests  and  be  given  appropriate 
information  to  make  informed  choices,  and  record  aspects  of  their  lives  which  are 
important  to  them  (Fitzsimmons  and  Fuller,  2001).  When  the  person  with  dementia  is  no 
longer  able  to  understand  or  verbalize  their  values,  professionals  should  refer  to  the 
Values  History  (Thompson,  2003;  Docker,  2000;  Gibson,  1990).  This  could  be  referred 
to  as  the  "outcome"  (Fitzsimmons  and  Fuller,  2001).  Similarly,  one  of  the  main 
principles  of  the  person  centered  approach  is  to  acknowledge  how  the  individual's  life 
events  and  values  "formed  the  person",  which  should  help  professionals  'to  make  sense 
of  the  world  that  they  inhabit'  (Cheston  and  Bender,  1999:  111).  The  literature  on  person 
centred  care  therefore  clarifies  that  knowledge  of  a  person's  values  is  useful.  However, 
there  are  two  aspects  of  Values  Histories  where  there  is  a  possible  conflict  between  the 
person  centred  approach  and  the  concept  of  empowerment. 
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have  the  ability  to  understand  the  information  and  make  judgments  (Fitzsimmons  and 
Fuller,  2001).  A  person  centered  approach,  however,  contradicts  this  as  it  recommends 
that,  despite  the  individual's  cognitive  impairment  and  factual  accuracy  of  their 
communication,  the  person  should  be  allowed  to  'set  the  agenda'  (Morton,  1999; 
Kitwood,  1997).  Morton,  however,  argues  that  this  also  is  an  empowering  approach  as  it 
encourages  professionals  to  recognize  that  responsibility  and  power  lie  with  the  person 
with  dementia  and  allows  the  person  to  feel  in  control. 
Secondly,  the  empowerment  approach  indicates  that  if  a  person  is  aware  that  they  have 
dementia,  have  an  understanding  of  the  prognosis  and  specifically  express  a  wish  for  their 
values  to  be  maintained  when  they  become  incapacitated,  a  'desired  outcome'  would  be 
for  their  wishes  to  be  considered  (Fitzsimmons  and  Fuller,  2001).  A  person  centred 
approach  however  indicates  that,  whilst  the  person's  past  is  an  important  aspect  of 
'understanding  their  unique  journey',  the  person's  current  concerns  and  feeling  are  more 
important  (Morton,  1999:  Kitwood,  1997).  Similarly,  one  of  the  main  principles  of 
person  focused  care  is  to  focus  on  their  'present  concerns  and  worries'  (Cheston  and 
Bender,  2000:  113).  Whilst  the  AWI  (Scotland)  Act  states  the  'present  and  past'  wishes 
and  feelings  of  a  person  who  loses  capacity  to  make  decisions  should  be  considered,  it 
does  not  specifically  address  which  should  take  precedence  if  past  values  have  changed 
through  the  course  of  the  illness.  This  could  potentially  become  an  issue  should  the 
person  have  specifically  requested  that  their  values  are  maintained  while  they  had  an 
awareness  of  their  condition. 
Furthermore,  some  authors  argue  that  placing  too  much  emphasis  on  previous  values  and 
biographical  accounts  devalues  the  current  situation  of  the  person  with  dementia  and 
could  be  viewed  as  'disrespectful'  to  the  person  at  that  time  (Berghmans,  1997;  Dresser, 
1995;  Nagai,  1979).  Some  also  argue  that  as  the  condition  of  the  person  with  dementia 
deteriorates,  the  individual's  personality  evolves  and  they,  in  effect,  become  a  different 
person  (Berghmans,  1997;  Parfit,  1984;  Nagai,  1979),  indicating  that  even  if  the  person 
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cannot  envisage  how  they  will  feel  as  the  condition  deteriorates. 
Finally,  it  is  also  interesting  to  note  that  in  the  study  undertaken  by  Mason  and  Wilkinson 
(2002)  very  few  people  had  made  any  plans  for  their  future  health  and  social  care  and 
only  one  of  sixty  six  people  with  dementia  interviewed  had  completed  an  advance 
directive.  This  therefore  indicates  that  professions  are  not  taking  the  initiative  to  start  the 
empowering  process,  by  'increasing  their  awareness  of  their  own  interests'  and 
competencies  to  plan  ahead  (Fitzsimmons  and  Fuller,  2001).  In  a  similar  vein,  the 
literature  review  has  highlighted  that  although  planning  for  the  future  is  seen  as 
empowering  for  people  with  dementia  there  is  a  lack  of  information  regarding  practical 
ways  to  achieve  this. 
3.12  Summary 
This  chapter  explored  aspects  of  the  'new  culture  'of  dementia  care  specifically  looking 
at  the  concept  of  empowerment  and  the  person  centred  approach.  It  clarified  the  main 
components  of  each  concept,  which  will  be  further  developed  in  the  methodology  chapter 
in  relation  to  using  Values  Histories  as  a  way  for  people  with  dementia  to  document  their 
feelings  about  future  care.  Whilst  most  authors  suggest  that  empowerment  entails  the 
individual  being  aware  of  their  own  interests  and  being  given  relevant  information  to 
make  informed  decisions  (BMA,  2003;  Fitzsimmons  and  Fuller,  2001;  Dunst  et  al., 
1994),  the  person  centred  approach,  which  is  also  viewed  as  empowering,  does  not  rely 
on  the  person  with  dementia  having  cognitive  abilities  (Morton,  1999;  Kitwood,  1997). 
These  differing  concepts  have  implications  for  people  with  dementia  in  relation  to 
possible  changing  values  and  behaviour  during  the  process  of  the  illness  and  could  lead  to 
a  conflict  between  their  'present  and  past  wishes'  (AWI  Act  2000).  The  empowerment 
approach,  as  suggested  by  some  authors,  indicates  that  when  the  person  no  longer  has 
capacity  to  articulate  their  views  their  previous  wishes  should  be  followed.  The  person 
centred  approach  however  suggests  that  the  process  of  dementia  is  an  evolution  of  'self' 
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these  aspects  will  further  be  developed  throughout  the  course  of  the  dissertation. 
In  summary,  this  literature  review  highlighted  that  people  with  dementia  are  being 
diagnosed  earlier  and  with  more  accuracy  and,  more  often  than  not,  the  diagnosis  is  being 
shared  with  the  individual  (Passmore  and  Craig,  2004;  Warner,  2003;  Philips  and 
O'Brien,  2002).  The  review  has  shown  that  this  change  in  trend  has  come  about 
particularly  due  to  the  inception  of  medication  for  Alzheimer's  disease,  and  an  increased 
understanding  of  the  needs  of  people  with  dementia  through  academic  writings  (Lindesay 
et  al.,  2002;  Wilkinson  et  al.,  2002;  Downs,  1999;  Husband,  1999:  Kitwood  1997b) 
Although  one  of  the  perceived  benefits  of  early  diagnosis  is  that  it  allows  people  to  plan 
for  the  future,  there  is  little  information  as  to  whether  this  takes  place  or  the  level  of 
thought  which  people  with  dementia  put  into  appointing  welfare  attorneys.  Moreover,  it 
highlighted  that  people  with  dementia  are  not  given  as  much  information  about  the 
prognosis  as  relatives,  either  because  they  are  perceived  not  to  understand  the 
information  or  to  protect  them  from  the  truth  (Downs  et  al.,  2002).  There  is  also  the 
possibility  that  many  would  prefer  not  to  plan  ahead  and  to  leave  future  decisions  up  to 
their  families;  however  it  is  unclear  if  this  is  because  they  are  not  given  the  opportunity  to 
discuss  the  future  in  depth  or  record  their  views. 
Whilst  the  AWI  (Scotland)  Act  2000  states  that  the  'present  and  past  wishes'  of  the  adult 
should  be  considered  when  making  any  decisions,  most  of  the  information  is  obtained 
from  family  and  professionals.  One  of  the  underlying  themes  throughout  the  literature 
review  is  that  people  with  dementia  are  often  subject  to  a  paternalistic  attitude  and  'value 
judgments'  from  professionals  and  relatives,  albeit  in  their  'best  interests'  (Wilkinson, 
2001;  Moye,  2000;  Brandon,  1995;  Ivers,  1995;  Rankin,  1989).  Hence,  the  purpose  of 
this  research  is  to  explore  the  issues  around  engaging  people  in  the  early  stages  of 
dementia  to  discuss  the  future.  It  is  noteworthy  to  reiterate  Mason's  and  Wilkinson's  call 
for  practitioners  to  develop  'practical  methods  for  involving  the  person  with  dementia  in 
making  decisions'  (2002:  62).  The  main  focus  of  this  research  is  to  evaluate  one  such 
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chapter  poses  the  research  questions  which  will  be  answered  throughout  the  remainder  of 
the  thesis. 
Research  questions 
How  do  professionals  engage  with  people  with  dementia  to  discuss  and  make  plans  for 
the  future? 
To  what  extent  are  people  with  dementia  able  to  discuss  the  future? 
Are  people  in  the  early  stages  of  dementia  able  to  discuss  and  record  their  values? 
To  what  extent  should  past  wishes  and  values  be  promoted  when  a  person  loses  insight 
into  their  condition? 
Are  Values  Histories  a  practical  way  to  empower  people  with  dementia  to  maintain  their 
values  as  the  illness  progresses? 
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88 4.1  Introduction 
As  indicated  in  the  literature  review  the  main  purpose  of  this  research  was  to  explore 
issues  in  relation  to  engaging  with  people  with  dementia  to  discuss  and  document  their 
future.  The  literature  review  also  indicated  that  Values  Histories  (Appendix  1)  could  be 
one  possible  method  to  empower  people  with  dementia.  However,  for  empowerment  to 
be  meaningful,  chapter  three  highlighted  that  there  are  three  components  that  should  be 
considered.  The  first  two  involve  engaging  with  the  person  with  dementia  and  the  third 
aspect  relates  to  stakeholders  involved  in  their  care. 
For  this  reason  the  research  was  split  into  two  parts.  The  first  part  involved  interviewing 
twelve  people  with  dementia  and  their  potential  carers,  which  enabled  the  first  three 
research  questions  to  be  addressed.  The  second  part  answered  the  final  research  question 
by  way  of  interviewing  forty  professionals  who  could  potentially  be  involved  in  the  care 
of  people  with  dementia;  social  workers,  psychiatrists,  GPs,  CPNs,  residential  care  staff, 
district  nurses,  nursing  home  staff  and  voluntary  care  managers.  In  general,  this  approach 
could  be  described  as  'mixed  methods'  or  'pluralistic  evaluation'  (Smith  and  Cantley, 
199  1).  Where  appropriate  the  research  also  draws  on  some  principles  of  'action  research', 
in  particular  practitioners  carrying  out  research  (Butler,  2003;  McNiff  et  al.,  1996). 
4.2.1  Key  methodological  issues  underpinning  the  study 
Eaterby-Smith  et  al  (1997)  highlight  three  reasons  why  the  researcher  should  explore  and 
understand  philosophical  ideology  before  undertaking  a  study.  Firstly,  it  can  clarify  the 
overall  research  strategy  to  be  used.  For  this  study,  which  aimed  to  explore  whether  the 
Values  History  could  be  used  to  empower  people  with  dementia,  it  helped  clarify  the  type 
of  evidence  to  be  gathered,  its  origin,  the  way  it  was  to  be  interpreted  and  how  the 
evidence  would  answer  the  research  questions.  Secondly,  understanding  of  research 
philosophy  ensures  that  the  researcher  explores  different  methodologies  by  identifying 
the  limitations  of  particular  approaches  at  an  early  stage  and  avoids  inappropriate  use. 
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of  Social  Sciences  classes  at  the  University  of  Glasgow  as  part  of  the  doctoral  training 
programme.  Being  aware  that  the  primary  focus  of  this  research  would  be  driven  by 
qualitative  methodology  he  was  able  explore  various  qualitative  strategies,  such  as: 
phenomenology,  ethnography,  grounded  theory,  discourse  analysis  and  participant 
observation  (Morse,  1998).  Thirdly  it  can  assist  the  researcher  to  be  innovative  and  more 
creative  in  their  choice  of  methods  that  were  previously  outside  their  experience.  The 
decision  to  adopt  a  mixed  methods  approach  reflects  this. 
Whilst  there  is  ongoing  debate  with  regards  to  the  advantages  and  disadvantages  of 
qualitative  and  quantitative  research,  arguments  tend  to  focus  on  methods  (i.  e.  surveys 
versus  free  flowing  interviews)  rather  than  an  exploration  of  the  underlying  philosophy. 
However,  although  research  methods  can  be  described,  considered  and  classified  at 
different  levels,  the  most  basic  level  of  classification  is  the  philosophical  level  (Clark, 
1998).  These  distinctions  tend  to  focus  on  the  differences  between  positivism  (associated 
with  quantitative  research)  and  post  positivism  (associated  with  qualitative  research) 
(Polit,  et  al.,  2001). 
In  general  term  'positivism'  assumes  that  'things'  can  be  studied  as  hard  facts  and  the 
relationships  between  these  facts  can  be  established  in  scientific  laws.  Such  laws  have 
6status  in  truth  and  social  objects  can  be  studied  in  much  the  same  way  as  natural  objects' 
(Smith,  1998).  Within  this  kind  of  approach,  epistemological  assumptions  conform  to  the 
belief  that  objective  reality  exists  which  is  independent  of  human  behaviour  and  is 
therefore  not  a  creation  of  the  mind.  The  use  of  mathematics  and  formulae  logic  to 
provide  analytical  statements  in  induction  are  means  of  generalisation  and  laws. 
Moreover,  the  aim  of  the  positive  approach  is  to  cleanse  scientific  knowledge  of 
speculation  and  sub  ectivity  (Silverman,  2000).  j 
Post  positive  approaches  assume  that  a  dependence  on  purely  quantitative  methods  may 
neglect  the  social  and  cultural  constructions  of  aspects  of  the  variables  that  they  seek  to 
correlate  through  scientific  methods  (Silverman,  2000).  It  also  assumes  that  that  reality 
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explore  in  depth  phenomena,  cognising  that  reality  is  co-constructed  between  those  being 
researched  (often  called  actors)  and  the  researcher  (Slife  and  Williams,  1995).  The 
epistemological  assumptions  of  the  post  positivist  paradigm  is  that  social  knowledge  is 
subjective  and  is  shaped  by  the  views  of  the  values,  beliefs  and  biases  of  the  researcher. 
It  also  may  only  be  valid  for  the  specific  'actor',  and  shaped  within  the  cultural  context  at 
that  specific  time.  Moreover,  where  the  positivist  approach  is  concerned  with  validity, 
generalability  and  reliability,  allowing  for  replication  of  findings  the  post  positive 
approach  allows  for  alterations  in  the  design  of  the  study  as  themes  emerge,  which  are  not 
always  apparent  at  the  beginning  of  a  study  (Silverman,  2000;  Clarke,  1998).  Popper 
(1959),  for  example,  asks  the  researcher  to  avoid  being  dictatorial  in  research  and  to  be 
intentionally  critical,  to  test  ideas  to  the  limit. 
Although  the  positive  and  post  positive  views  are  often  seen  as  polarised,  some  view  the 
philosophies  as  overstated  (Green  and  Carcacelli,  1997;  Gilbert,  1996).  Indeed,  some 
argue  for  the  'a  paradigmatic  stance',  where  the  question  of  philosophy  is  ignored  and 
methods  are  adopted  as  considered  appropriate  to  answer  the  research  question  (Patton, 
1990).  Others  argue  that  without  a  clear  and  stated  philosophical  base  for  the  research, 
this  may  lead  to  lack  of  rigor  and  focus  (Trinder,  1996).  Given  that  this  study  was  to 
explore  multiple  realities,  perspectives  and  experiences  of  people  with  dementia,  their 
carers  and  professionals,  it  was  heavily  weighted  to  the  post  positive  approach.  However, 
as  indicated  in  the  last  chapter,  there  was  a  practical  element  to  the  study  and  the  need  to 
'measure'  usefulness  of  the  Values  History  in  relation  to  empowering  people  with 
dementia,  a  solely  post  positive  approach  would  be  limiting.  Indeed,  even  within  the 
field  of  qualitative  research  the  researcher  would  draw  on  several  different 
methodological  approaches,  although  not  claiming  that  any  specific  approach  could 
answer  his  research  questions  in  full. 
For  example,  although  not  claiming  to  be  a  phenomenological  study  it  certainly  drew  on 
some  of  the  principles,  which  not  only  involves  the  researcher  attempting  to  uncover  the 
meanings  of  individual  human  experiences,  but  to  gain  understanding  of  the  meaning  of 
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Williams,  1995).  The  study  also  draws  strongly  on  the  both  the  feminist  (Rigger,  1992) 
and  community  methodologies  (Ducket  and  Fryer,  1998),  both  of  which  attempt  to 
address  the  inequality  of  the  research,  by  'developing  empowering  methods  and 
contextualising  the  experience  of  research  participants'  (Pratt,  2002:  166).  In  the  case  of 
participants  with  dementia,  this  involved  creating  safe  contexts  where  their  thoughts  and 
feeling  could  be  expressed,  bearing  in  mind  the  potential  for  distress.  Moreover, 
although  not  claiming  to  be  based  primarily  on  a  social  constructionism  approach,  the 
research  certainly  drew  on  some  of  the  principles,  in  particular,  by  adopting  a 
collaborative  approach  of  interaction  with  the  people  with  dementia  and  their  carers,  built 
up  over  a  period  of  time,  with  a  degree  of  reflexivity  by  the  researcher  (Jankowski,  Clark 
and  Ivey,  2000  ). 
In  striving  to  understand  how  to  equate  the  differences  in  philosophies  and  draw  on  the 
strengths  of  multiple  approaches,  including  both  qualitative  and  quantitative  approaches, 
the  philosophy  of  Pragmatism  was  considered  as  a  basis  from  which  to  proceed. 
Although  this  approach  has  been  criticised  for  lacking  'epistemological  discussions'  and 
based  on  'technical  rather  than  epistemological  or  ontological  grounds'  it  gives  a  sound 
underpinning  for  the  use  of  a  mixed  methods  study  (Trinder,  1996). 
Pragmatism  describes  a  principle  that  determines  value  by  assessment  of  usefulness  or 
practicality  (Johnson  and  Onwuegbuzie,  2004).  It  also  asserts  that  it  is  inappropriate  to 
ask  questions  unless  some  useful  function  or  distinction  can  be  made  and  the  outcome  has 
practical  application.  A  pragmatic  approach  therefore  evaluates  theories  and  beliefs  in 
terms  of  their  practical  success.  According  to  the  philosophy  the  world  should  be  viewed 
from  a  pluralistic  standpoint  and  is  more  complex  and  diverse  than  experiments  allow. 
This  is  a  view  shared  by  the  researcher.  Moreover,  'truth'  within  this  paradigm  is 
considered  to  be  relativistic  and  varies  from  person  to  person.  Truth  is  mutable  and 
relative  to  a  conceptual  scheme  (Wikepedia,  2007).  Fuller  and  Petch  (1995)  for  example, 
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there  can  not  be  one  view  of  'success'  amongst  stakeholders  and  similarly,  there  is  no 
6one  user  view'.  Therefore,  the  pragmatic  approach  does  not  necessarily  assume  that 
results  of  a  research  project  are  generalizable  and  transferable,  but  are  contextual.  The 
important  aspect  is how  to  make  the  most  appropriate  use  of  that  knowledge  in  different 
circumstances  'working  back  and  forth'  between  specific  results  and  there  more  general 
implications  (Morgan,  2007:  72).  Finally,  a  pragmatic  approach  would  deny  that  there  is 
any  prior  basis  for  detennining  limits  on  meaningful  communication  between  researcher 
who  pursue  different  approaches  (i.  e.  qualitative  and  quantitative  approaches),  instead 
placing  emphasis  on  '  shared  meanings  and  joint  actions'(  Morgan,  2007:  67). 
The  decision  therefore  to  adopt  a  mixed  methods  approach,  is  driven  by  the  belief  that  at 
a  philosophical  level,  a  pragmatic/pluralistic  approach  can  provide  a  greater  depth  and 
understanding  of  the  phenomenon  being  explored  than  could  have  been  achieved  using  a 
singular  approach.  It  suggests  that  the  researcher  takes  an  eclectic  approach  to  methods 
selection,  placing  emphasis  on  the  research  questions  and  thereafter  how  the  conduct  of 
the  methods  can  answer  these  questions,  by  the  most  practical  methods,  not  being  bound 
by  a  specific  stance  i.  e.  positive  or  post  positive.  Whilst  it  allows  for  a  degree  of 
creativity,  it  also  calls  for  reflexivity  on  the  part  of  the  researcher  and  the  need  for  the 
researcher  to  be  knowledgeable  across  several  methods  of  data  collection  and  analysis. 
This  obviously  calls  for  the  researcher  to  receive  a  high  level  of  support  which  was  given 
throughout  the  research. 
The  following  section  describes  why  a  'mixed  methods  approach'  or  'pluralistic 
evaluation'  (Smith  and  Cantley,  1991)  was  considered  appropriate  to  answer  the  research 
questions.  It  also  describes  draws  on  some  principles  of  'action  research',  in  particular 
practitioners  carrying  out  research  (Butler,  2003;  McNiff  et  al.,  1996). 
4.2.2.  Theoretical  perspectives  for  the  study 
Smith  and  Cantley  (1991)  describe  pluralistic  evaluation  as  an  approach  that  provides 
'complicated  but  realistic'  answers  to  the  question  as  to  whether  a  service  or  model  of 
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practice  regarding  how  people  with  dementia  are  involved  in  planning  their  care  and 
whether  Values  Histories  could  be  used  a  tool  to  facilitate  this.  Smith  and  Cantley  also 
recommend  that  the  researcher  must  identify  major  constituent  groups  of  the  policy 
initiative,  and  compare  them  with  each  other,  the  comparisons  being  based  upon  the 
ideological  perspectives  that  they  hold  and  the  operational  strategies  they  adopt.  For 
example,  it  is  well  documented  that  health  and  social  work  professionals  have  different 
ideological  perspectives  (Glasby,  2003;  Marsh,  2003;  Schon,  1983). 
One  of  the  main  principles  of  pluralistic  evaluation  is  that  notions  of  success  are  not  a 
singular  measure,  but  a  pluralistic  notion,  based  on  several  measurements  of  success  or 
failure  (Greene  and  Carcelli,  1997).  It  is  therefore  sensitive  to  the  importance  of 
understanding  the  interpretation  which  different  groups  of  professionals,  planners,  clients 
and  their  carers  place  on  the  particular  model  being  evaluated.  Furthermore,  pluralistic 
evaluation  must  take  into  account  the  principles  of  methodological  triangulation  (Smith 
and  Cantley,  1991).  Methodological  triangulation's  relevance  to  pluralistic  evaluation  is 
that  each  source  of  data  is  tied  to  the  interest  of  one  group  rather  than  another  (interest 
bound),  and  also  reflects  one  group's  perspective  on  desirable  modes  of  operation  rather 
than  the  perspectives  of  other  group  (ideologically  bound).  Smith  and  Cantley  (1991)  put 
forward  the  argument  that,  by  using  pluralistic  evaluation,  the  researcher  can  give 
reasons,  by  some  criteria,  why  aspects  of  a  service  are  succeeding  or  failing,  and  not 
merely  the  service  outcome.  This  in  turn  opens  the  way  for  change  and  adaptation. 
Similar  to  pluralistic  evaluation,  'action  research'  highlights  the  value  of  using  a  variety 
of  methods  of  data  collection  to  enhance  the  validity  of  the  research  findings  (Butler, 
2003).  According  to  Butler,  'methodological  eclecticism'  helps  to  achieve  the  building 
of  a  complete  and  detailed  picture  of  the  research  issue.  However,  unlike  pluralistic 
evaluation,  the  ultimate  goal  of  action  research  should  be  to  reflect  on  current  practice 
and  through  research  initiate  positive  changes,  often  with  action  and  critical  reflection 
taking  place  in  turn  (McNiff  et  al.,  1996).  Whilst  this  research  does  not  claim  to  be  a 
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research,  which  pluralistic  evaluation  does  not  address  in  detail. 
Practitioners  carrying  out  research  and  reflecting  on  their  practice  is  an  area  that  is  central 
to  action  research  (Butler,  2003;  McNiff  et  al.,  1996).  For  example  Butler  states  that 
action  research  'acknowledges  the  role  and  effect  of  the  researchers'  personal  values  and 
beliefs  in  planning  and  conducting  research'  and  'the  problems  that  may  occur  if  viewing 
the  researcher  as  the  expert  decision  maker'  (2003:  1).  However,  one  of  the  main 
drawbacks  of  practitioners  carrying  out  research  is  that  they  cannot  claim  to  be  totally 
impartial  and  could  be  seen  to  have  a  vested  interest  in  the  findings  (Butler,  2003). 
Furthen-nore  practitioners  can  become  so  involved  in  the  process  that  they  attempt  to 
prove  their  findings  to  change  practice.  Conversely,  one  of  the  main  benefits  of 
practitioners  conducting  research  is  that  the  approach  is  particularly  useful  for  evaluating 
and  improving  practice,  providing  the  practitioner  with  a  'powerful  tool  for  change  and 
improvement  at  a  local  level'  (Lathlean,  1994  in  Bulter,  2003:  5). 
Other  advantages  of  practitioners  carrying  out  research  are  that  they  can  have  increased 
awareness  of  problems  and  issues  related  to  their  clinical  practice,  well  developed  skills 
of  problem  analysis,  interviewing,  recording  and  filtering  out  the  irrelevant.  Moreover, 
practitioners  often  have  better  access  to  data  than  external  researchers,  which  was  the 
case  within  the  current  study  (Fuller,  1999).  However,  according  to  Fuller  they  need  to 
realise  that  their  relationship  with  a  patient  has  a  different  focus  than  that  of  a  researcher, 
they  can  have  a  lack  of  research  knowledge  and  confidence  to  carry  out  research,  and 
there  can  be  conflicts  of  allegiance  when  switching  from  the  role  of  practitioner  to 
researcher.  Moreover,  practitioner  research  studies  tend  to  lack  financial  and  academic 
resources  available  to  external  researchers.  On  the  other  hand  the  studies  are  usually 
smaller  scale  and  local,  often  encouraging  critical  evaluation  of  services  or  innovative 
practice  (Fuller,  1999;  Cheetharn  et  al.,  1992). 
With  regards  to  the  problems  associated  with  the  researcher  viewing  himself  as  an 
4expert',  or  being  'partial',  action  research  requires  constant  monitoring  and  evaluation  of 
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the  research  practitioner,  which  becomes  one  of  the  themes  throughout  the  research 
(Butler,  2003).  Drawing  on  Schon's  (1983)  'reflection  in  action'  the  practitioner  has  to 
acknowledge  that  they  have  an  interest  in  transforming  the  situation  from  what  it  is  to 
something  they  like  better.  Through  his  transaction  with  the  situation  he  shapes  it  and 
makes  himself  part  of  it.  Whilst  on  the  one  hand  the  researcher  tries  to  control  variables 
for  the  sake  of  objectivity,  on  the  other  hand  the  sense  he  makes  of  the  situation  must 
include  his  own  contribution  to  it.  For  the  purpose  of  the  present  study  the  researcher 
was  not  only  interviewing  participants  to  gather  information,  but  also  exploring  issues  in 
relation  to  engaging  people  with  dementia  from  a  clinical  perspective. 
Some  caution  that  reflective  practice  lacks  the  rigour  of  empirical  science  (Newell,  1994). 
However,  Schon  (1983)  argues  that  there  are  two  types  of  knowledge:  technical 
rationality  and  tacit  knowledge.  Whilst  technical  rationality  is  associated  with  empirical 
science,  tacit  knowledge  is  a  way  of  knowing  and  understanding  that  which  cannot 
always  be  articulated,  but  guides  practice  and  is  linked  to  experience  and  expertise. 
Schon  argued  that  by  reflecting  on  practice,  practitioners  can  become  aware  of  their  tacit 
knowledge  and  thereby  experience  the  dilemmas  inherent  in  professional  pluralism. 
Moreover,  studying  the  ways  in  which  professionals  frame  problems  and  roles  may  help 
them  become  aware  of  and  criticise  their  tacit  frames.  According  to  Schon,  one  of  the 
most  important  types  of  professional  research  relates  to  methods  of  inquiry  and 
overarching  theories  of  phenomena,  from  which  practitioners  base  their  professional 
decisions  in  specific  situations.  Regarding  reflective  research  he  states: 
"Description  and  analysis  of  images,  category  schemes,  cases,  precedents  and 
exemplars  can  help  to  huild  the  repertoires  which  practitioners  hring  to  unique 
situations"  (1983:  309). 
Furthermore,  rather  than  providing  specific  answers  to  set  questions,  reflective  and  action 
research  would  aim  to  develop  themes  from  which,  in  specific  situations,  practitioners 
may  construct  theories  and  methods  of  their  own.  This  sort  of  research  may  help  others 
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may  wish  to  adopt  or  consider. 
The  present  study  is  therefore  a  pluralistic  evaluation  of  a  new  approach  to  documenting 
values,  and  preferences  of  care  of  people  with  dementia.  For  the  purpose  of  evaluation, 
carers,  medical  staff,  social  work  and  nursing  staff  are  stakeholders  in  their  care. 
Different  groups  of  stakeholders  were  interviewed  taking  into  account  their  ideological 
perspectives  and  their  subjective  criteria  of  success  or  failure.  It  drew  on  pluralistic 
methodology,  using  primarily  qualitative  aspects  of  research,  but  also  a  degree  of 
measurement  where  appropriate  (Parry-Langdon  et  al.,  2003;  Green  and  Carcacefli,  1997; 
Smith  and  Cantley,  1991;  Gilbertý  1996). 
As  outlined  both  pluralistic  evaluation  and  action  research  call  for  mixed  methods  or 
'triangulation'  to  enhance  the  generality  of  findings  and  to  provides  a  means  of  validating 
information  from  different  sources  using  several  methods  within  one  study  (Butler,  2003; 
Smith  and  Cantley,  1991).  Using  different  methods  also  allows  for  the  weaknesses  and 
strengths  of  different  data  collection  to  be  balanced  (Cheetharn  et  al.,  1992).  For  the 
purpose  of  this  research  the  views  of  people  with  dementia,  their  possible  carers  and 
professionals  were  sought.  Methods  such  as  focus  groups,  semi  structured  interviews, 
vignettes  and  questionnaires  were  used.  The  following  section  explores  the  theoretical 
reasons  behind  their  use,  beginning  with  focus  groups. 
4.2.3  Theoretical  Perspective:  Focus  Groups 
There  are  many  definitions  of  focus  groups  within  the  literature,  but  features  such  as 
organised  discussion,  collective  activity  and  interaction  between  participants  identify  the 
contribution  that  focus  groups  make  to  research  (Powell  and  Single,  1996;  Kitzinger, 
1994).  According  to  Powell  and  Single  a  focus  group  is: 
"a  group  of  individuals  selected  and  assemhIed  hy  researchers  to  discuss  and 
comment  on,  from  personal  experience,  the  topic  that  is  the  subject  of  the  research  " 
(1996:  499). 
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time,  focus  groups  rely  on  interaction  within  the  group  based  on  topics  that  are  supplied 
by  the  researcher  (Morgan,  1997).  Moreover,  focus  groups  elicit  a  multiplicity  of  views 
and  emotional  processes  within  a  group  context  and  are  particularly  valuable  where 
participants  have  a  common  knowledge,  but  different  views  on  a  set  topic  (Morgan  and 
Kreuger,  1993). 
Some  of  the  disadvantages  of  focus  groups  are  that  participants  might  not  feel  able  to 
express  their  views  openly,  due  to  lack  of  articulation,  lack  of  confidence  or  feeling 
others'  views  are  more  pertinent  than  their  own,  particularly  where  others  are  perceived 
as  being  more  powerful  in  a  professional  sense.  Participants  also  might  not  be  as  honest 
in  a  group  setting  as  they  would  be  interviewed  privately.  Moreover,  some  individuals 
may  dominate  group  discussions,  requiring  the  facilitator  to  ensure  all  of  the  group  are 
allowed  to  express  their  views. 
One  of  the  main  advantages  of  focus  groups  is  that  they  enable  the  researcher  to  gain  a 
larger  amount  of  information  in  a  shorter  period  of  time  (Race  et  al.,  1994).  Although 
they  may  be  used  as  a  method  in  their  own  right  for  research,  some  recommend  that  they 
may  be  used  at  the  beginning  of  a  study,  to  evaluate  research  or  complement  other 
methods.  They  are  particularly  useful  for  triangulation  and  validity  checking,  which  is 
pertinent  to  pluralistic  evaluation  (Burton,  2003;  Morgan  and  Kreuger,  1993;  Smith  and 
Cantley,  1991). 
Bearing  this  in  mind,  three  focus  groups  were  conducted  at  the  pilot  stage  of  the  study  to 
ascertain  the  feelings  and  views  of  medical,  nursing  and  social  work  professionals 
regarding  the  use  of  Values  Histories  and  their  implications  for  practice.  Unlike  the 
interviews  in  the  main  study,  participants  were  asked  their  views  on  the  research  and 
asked  for  advice  on  the  selection  of  candidates,  the  content  of  the  Values  Histories  and 
the  appropriateness  of  questions  and  vignettes.  This  is  viewed  as  a  benefit  of  focus 
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why  an  issue  is  salient  (Morgan,  1997).  Their  responses  are  explored  in  section  4.6.3. 
As  alluded  to,  focus  groups  were  used  to  point  the  researcher  in  the  right  direction  as  a 
preliminary  measure  to  ensure  that  the  information  he  was  seeking  was  appropriate  and 
relevant  to  practice,  prior  to  conducting  interviews.  Section  4.1  highlighted  the 
importance  of  conducting  interviews  to  answer  the  research  questions.  The  following 
explores  the  theoretical  context  for  using  interviews  in  the  study. 
4.2.4  Theoretical  Perspective:  Interviews 
Although  structured  interviews  are  sometimes  criticised  for  not  leaving  enough  room  for 
the  interviewees  to  express  their  own  opinions  in  a  manner  of  their  choosing,  the  main 
advantage  is  that  they  allow  data  to  be  gathered  in  such  a  way  that  it  admits  comparability 
between  responses  (similar  to  surveys  and  questionnaires).  Very  structured  interviews 
are  seen  primarily  as  a  quantitative  approach  (Sapsford  and  Jupp,  1996).  At  the  other  end 
of  the  spectrum,  an  unstructured  interview  allows  the  interviewee  the  opportunity  to  talk 
about  a  subject  in  his  or  her  own  frames  of  reference.  Flexibility  and  the  discovery  of 
underlying  meanings  characterise  this  approach.  This  approach  is  seen  primarily  as  a 
qualitative  approach  (Slife  and  Williams,  1995). 
However,  the  approach  adopted  for  the  research  includes  semi  structured  interviews  that 
allows  the  researcher  the  ability  to  probe  and  clarify  answers,  but  still  provide  the 
structure  to  allow  comparability  of  data  (Robertson  and  Dearling,  2004).  Interviewees 
were  therefore  able  to  answer  on  their  own  terms,  but  provide  a  greater  structure  for 
comparability.  Given  the  greater  degree  of  latitude  offered  to  the  interviewer,  it  is 
recommended  that  the  interviewer  is  usually  the  researcher  who  will  need  to  have  an 
understanding  of  the  content  and  context  of  the  interview,  and  knowledge  of  the 
information  which  needs  to  be  elicited  (May,  1993).  Ackroyd  and  Hughes  give  a 
definition  of  this  type  of  interview  as: 
99 "Encounters  between  a  researcher  and  a  respondent  in  which  the  latter  is  asked  a 
series  ofquestions  relevant  to  the  subject  ofresearch.  The  respondent's  answers 
constitute  the  raw  data  analysed  at  a  laterpoint  in  time  by  the  researcher 
(Ackroyd  and  Hughes,  1983:  66). 
Furthermore,  Ackroyd  and  Hughes  advise  that  the  researcher  should,  when  analysing  raw 
data,  make  comparisons  between  the  influences  and  variables,  drawing  out  themes  from 
interview  transcripts.  However,  a  cautionary  warning  given  by  Slife  and  Williams  (1995) 
is  that  the  researcher  should  avoid  the  temptation  to  quantify  phenomena,  which  is 
initially  presented  for  qualitative  research.  They  describe  these  types  of  interviews  as: 
41  proceduresfor  investigating  human  action  that  do  not  involve  measurement  and 
quantification,  but  allow  subjects  to  describe  their  own  behaviour  and  experience 
in  their  language  "  (1995:  200). 
It  could  also  be  described  as  a  phenomenological  approach,  which  involves  the  researcher 
attempting  to  get  at  the  meanings  of  human  experiences  by  analysing  these  experiences  in 
relation  to  the  wider  context  of  other  people  and  situations  (Slife  and  Williams,  1995). 
As  indicated  throughout  the  literature  review,  it  has  only  been  over  the  past  decade  that 
people  with  dementia  have  been  included  in  research.  Prior  to  this,  views  of  people  with 
dementia  were  often  sought  from  proxies  (Wilkinson,  2002).  Whilst  several  authors  give 
advice  on  how  to  communicate  with  people  with  dementia  and  interview  them  for 
medical  and  social  purposes  (Cheston  et  al.,  2000;  Morton,  1999;  Killick,  1994),  at  the 
time  of  the  study  there  was  a  dearth  of  information  regarding  how  to  include  people  with 
dementia  in  research.  However,  after  the  interviews  were  carried  out,  Wilkinson  (2002) 
edited  the  publication  'The  Perspectives  ofPeople  with  Dementia:  research  methods  and 
motivations',  which  described  the  skills  that  researchers  need  and  methods  they  can  use 
when  seeking  to  draw  out  and  validate  the  views  of  people  with  dementia.  Some  of  the 
challenges  mentioned  within  the  book  were  very  similar  to  those  experienced  within  this 
study.  However,  it  should  be  noted  that  whilst  the  interviews  with  people  with  dementia, 
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approaches  to  each  group  required  different  skills  on  the  part  of  the  interviewer.  These 
differences  are  further  explored  in  the  latter  part  of  this  chapter. 
With  regards  to  the  interviews  with  the  professionals,  Smith  and  Cantley  outline  one  of 
the  principles  of  the  study,  based  on  the  concept  of  pluralistic  evaluation: 
"The  research  must  identify  the  major  constituent  groups  to  the  policy  initiative 
and,  throughout  the  research,  compare  them  with  each  other,  both  in  the 
ideologicalperspectives  that  they  hold  and  in  their  operational  strategies" 
(1991.124). 
As  highlighted  in  section  4.1,  groups  of  professionals  identified  as  stakeholders  in  the 
care  of  people  with  dementia  are  from  medical,  social  work  and  nursing  backgrounds. 
Comparisons  were  not  only  made  relating  to  their  professional  and  ideological 
backgrounds,  but  how  they  viewed  'successful'  care  ofpeople  with  dementia  (operational 
strategy).  Comparisons  were  also  made  between  the  different  professional  groups' 
attitude  towards  the  Values  Histories.  In  particular,  by  using  vignettes,  attitudes  were 
elicited  from  professionals  to  establish  whether  Values  Histories  would  influence  their 
decisions  regarding  the  care  of  people  with  dementia  should  they  lose  insight.  The 
following  section  discusses  the  pros  and  cons  of  using  vignettes  in  research. 
4.2.5  Theoretical  Perspective:  Vignettes 
Vignettes  have  been  used  to  study  attitudes,  perception,  beliefs  and  norms  within  social 
science  (Finch,  1987).  In  social  research  they  have  been  used  to  simulate  real  life  events 
to  hypothetical  situations.  Unlike  their  use  in  quantitative  research  where  participants  are 
given  a  set  of  predetermined  choices,  qualitative  research  can  be  used  to  stimulate 
discussion  and  elicit  the  interviewees'  values,  allowing  them  to  expand  and  explain  their 
thoughts  (Wilks,  2004). 
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than  generalised  questions  used  in  questionnaires  or  surveys.  They  also  point  out  that 
vignettes  can  cover  a  wider  range  of  situations  than  would  crop  up  in  direct  observation 
(Holland,  1996).  Moreover,  some  describe  them  as  valuable,  providing  that  it  is  general 
imagery  that  the  researcher  wishes  to  tap,  and  not  the  final  detail  (West,  1982).  Another 
advantage  is  that  they  provide  a  way  to  elicit  material  about  intimate  details,  values  and 
attitudes,  which  it  is  difficult  to  gain  access  to  in  an  empirical  study  (Voysey,  1975). 
One  of  the  main  criticisms  of  vignette  studies  relates  to  the  validity  of  the  findings 
(Finch,  1987).  These  can  be  influenced  at  two  levels.  Firstly,  one  must  consider  the 
realness  of  the  situation  depicted  in  the  vignette  and  the  extent  to  which  the  vignette 
accurately  represents  the  phenomena  being  explored.  Secondly,  there  is  no  guarantee  that 
the  responses  given  to  a  vignette  will  mirror  the  actual  behaviour  of  the  interviewee  in 
their  practice  (Wilks,  2004). 
Concerning  the  realness  of  the  situation,  some  have  attempted  to  face  this  challenge  by 
asking  experts  or  professionals  who  have  been  in  similar  situations  to  evaluate  the 
appropriateness  of  the  hypothetical  situations  before  the  research  is  undertaken  (Wilson 
and  While,  1998).  Similarly,  this  was  the  method  chosen  for  this  research,  by  way  of 
focus  groups  in  the  pilot  study,  which  explored  situations  professionals  had  encountered 
within  their  practice.  Moreover,  to  add  to  the  'realness'  of  the  vignettes  the  two  Values 
Histories  used  had  been  completed  by  people  with  dementia,  with  only  slight  changes 
made  to  their  backgrounds  to  protect  anonymity. 
With  regards  to  the  candidate's  responses  not  mirroring  their  practice,  it  must  be 
acknowledged  that  this  is  possibly  one  of  the  weaknesses  of  this  research.  Whilst 
professionals  could  claim  that  they  would  refer  to  the  documents,  in  practice  they  might 
not.  However,  it  is  interesting  to  note  that  Gould  (1996)  argues  one  of  the  benefits  of 
using  vignettes  is  that,  especially  when  looking  at  ethical  dilemmas,  hypothetical 
situations  allow  the  participant  to  be  freer  in  their  responses  because  it  is  not  personal  and 
is  less  threatening  than  in  practice.  It  should  be  noted  for  the  purpose  of  this  study  that 
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of  what  they  would  hope  to  happen  and  what  they  believed  would  actually  happen  in 
practice.  These  aspects  will  be  further  explored  in  chapter  ten. 
The  final  part  within  this  section  considers  the  rationale  for  using  questionnaires  within 
the  study. 
4.2.6  Theoretical  Perspective:  Questionnaires 
One  of  the  key  elements  to  using  questionnaires  within  the  context  of  pluralistic 
evaluation  is  that  the  findings  do  not  stand  alone,  but  are  used  to  validate  or  point  the 
researcher  in  a  specific  direction  (Parry-Langdon  et  al.,  2003;  Smith  and  Cantley,  1991). 
Some  researchers  use  questionnaires  and  surveys  as  their  primary  source  of  data,  using 
interviews  and  qualitative  methods  to  add  depth  (Johnson  et  al.,  2001;  Mark  et  al.,  1997). 
Others  use  questionnaires  as  tools  to  add  strength  and  clarity  to  qualitative  research 
(Arksey  et  al.,  2004;  Greene  and  Carcelli,  1997).  Similarly,  for  the  purpose  of  this 
research,  questionnaires  were  used  to  add  strength  and  to  'yield  summary'  to  the 
respondents  interviews  (Cheetharn  et  al.,  1992:  4  1). 
For  this  research,  questionnaires  were  included  only  for  two  key  purposes.  Firstly,  rather 
than  read  a  list  of  possible  groups  of  people  whom  the  participants  felt  would  be 
appropriate  to  complete  a  Values  History  with  a  person  with  dementia,  they  were  given  a 
checklist  to  complete.  Secondly,  questionnaires  were  used  to  clarify  and  measure  key 
aspects  of  the  research  which  could  be  compared  with  their  interviews.  Professionals 
were  therefore  asked  to  score  their  strength  of  feeling  regarding  the  extent  to  which  they 
would  refer  to  a  Values  History  and  the  extent  to  which  they  felt  Values  History  could 
empower  people  with  dementia,  if  their  condition  deteriorated  and  they  could  not 
represent  their  views.  Ordered  and  numeric  rating  scales  are  viewed  positively  within  the 
literature  as  a  way  to  ascertain  participants'  attitudes  to  given  topics  and  well  documented 
(Moore  and  McCabe,  1998;  Henerson  et  al.,  1987).  Participants  were  asked  to  complete 
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aware  of  the  purpose  of  the  Values  History  (Henerson  et  al.,  1987), 
It  should  also  be  noted  that  the  questionnaires  were  not  anonymous.  One  of  the 
disadvantages  of  this  is  that  participants  are  less  likely  to  be  honest  (Cheetharn  et  al., 
1992;  Henerson  et  al.,  1987).  However,  the  advantage  for  this  research  was  that  the 
questionnaire  could  be  viewed  as  the  final  process  of  the  interview,  allowing  a  degree  of 
comparison  with  their  responses  throughout  their  interviews. 
The  following  two  sections  discuss  ethical  considerations  related  to  interviewing  people 
with  dementia. 
4.3.1  Ethical  Considerations 
Prior  to  the  research  commencing,  one  area  that  had  to  be  considered  was  ethical 
approval  and  consent  of  the  participants  with  dementia  to  participate  in  the  research.  It 
should  be  noted  that  although  the  AWI  (Scotland)  Act  (2000)  makes  provision  for 
informed  consent  by  a  legal  representative  of  the  adult  with  incapacity,  for  the  purpose 
of  this  research  participants  were  in  the  early  stages  of  dementia  and  able  to  give  consent. 
Indeed,  people  in  the  early  stages  of  dementia  should  not  automatically  be  presumed 
incapable  because  of  their  diagnosis  (Wilkinson,  2002;  Bartlett  and  Martin,  2002). 
However,  one  key  principles  of  the  Act  is  that  the  research  is  'likely  to  produce  real  and 
direct  benefits'  to  the  adult  with  incapacity  (48:  1a;  48:  3a).  For  the  purpose  of  this 
research  the  benefits  included  having  their  voices  heard  and  possibly  empowering  them 
so  that  their  views  and  values  could  be  taken  into  account  when  decisions  are  made  about 
their  care  in  the  future.  It  also  informs  service  delivery,  policy  or  practice  which  is 
viewed  by  some  as  an  empowering  process  (Wilkinson,  2002).  Moreover,  the  research 
gave  individuals  the  opportunity  to  discuss  their  feelings  about  their  illness  and  worries 
about  the  future. 
According  to  Bartlett  and  Martin  (2002)  the  process  of  gaining  informed  consent  involves 
three  aspects.  Firstly  the  person  should  be  fully  informed  about  the  research,  secondly 
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participants  were  deemed  competent  to  participate  by  a  psychiatrist  before  the  research 
was  undertaken.  It  is  noteworthy  that  consent  should  be  viewed  not  as  a  single  event  but 
a  continual  ongoing  process  (Kayser-Jones  and  Koenig,  1994).  For  example,  a  person 
with  dementia  may  forget  that  they  have  given  consent,  or  the  purpose,  of  the  study  and 
may  need  to  be  reminded  or  the  issue  of  consent  renegotiated  at  each  visit.  This  is  further 
explored  in  section  4.5.4. 
Another  aspect  that  needed  to  be  considered  regarded  the  researcher  interviewing  people 
with  dementia  from  his  own  caseload.  Potential  participants  could  feel  under  pressure  to 
participate  in  the  research  and  there  could  be  an  element  of  confusion  regarding  the 
researcher's  role  (Butler,  2003;  Hubbard  and  Martin,  2002).  To  combat  this  an 
information  sheet  highlighted  that  the  individual's  relationship  would  not  be  affected 
with  their  CPN  should  they  decide  not  to  be  interviewed.  This  was  further  reiterated 
verbally  to  all  the  participants  and  at  the  time  of  consent  and  on  other  occasions  when 
they  forgot. 
4.3.2  Ethical  approval 
For  any  research  involving  patients  or  carers  to  be  undertaken  within  the  Primary  Care 
Trust  the  proposal  has  to  be  registered  with  the  Research  and  Development  Directorate 
and  submitted  to  the  Ethics  Committee  for  approval.  The  proposal  was  therefore 
submitted  in  July  and  granted  in  September  2000  subject  to  slight  changes.  These 
included;  the  insertion  of  the  Trust  logo  on  the  information  sheet,  the  removal  of  the 
participants'  date  of  birth  and  address  from  the  consent  form,  and  altering  the  phrase  in 
the  second  line  of  the  information  sheet  from  'you  will  require'  to  'you  may  require'  an 
element  of  care  in  the  future  (Appendix  2  and  3).  In  retrospect  the  researcher  was 
pleased  that  the  Committee  had  noticed  this,  realising  that  the  change  in  wording  was 
more  tactful. 
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The  following  four  sections  describe  the  inclusion  and  exclusion  criteria  for  stage  one  of 
the  research,  some  information  about  the  participants  and  the  format  of  the  interviews. 
4.4.2  Inclusion  criteria 
Criteria  for  diamosing  dementia 
All  psychiatric  patients  who  have  been  diagnosed  by  a  psychiatrist  within  the  Primary 
Care  Trust  are  allocated  an  ICD  10  number,  which  is  a  mechanism  for  categorising  mental 
illness.  For  the  purposes  of  the  research  a  diagnosis  of  dementia  as  substantiated  within 
ICDIO  was  acceptable.  Dementia  included  Alzheimer's  disease,  vascular  dementia  or 
Lewy  body  dementia.  The  participants'  diagnoses  were  confirmed  by  their  psychiatrist 
and  their  agreement  was  sought  to  clarify  that  the  individual  would  be  suitable  for  the 
research  and  able  to  give  consent. 
Mini  mental  state  examination  (MMSE) 
The  mini  mental  state  examination  is  one  of  the  most  widely  used  assessment  tools  for 
screening  cognitive  performance  in  people  with  dementia  (Folstein  et  al.,  1975)  and, 
according  to  the  British  National  Formulary  (1997),  a  score  between  14  and  26  indicates 
the  early  stages  of  dementia.  However,  for  the  purpose  of  the  study  it  was  felt  that  this 
would  only  be  a  general  rule  and  one  person  was  included  without  assessing  their  mini 
mental  state  as  the  person  experienced  dysphasia  and  would  have  found  the  assessment 
too  distressing.  Moreover,  it  is  generally  recognised  that  some  people  with  dementia 
who  experience  communication  problems  can  score  lower  on  the  MMSE  due  to  an 
inability  to  articulate  their  thoughts  rather  than  cognitive  impairment  (Pratt,  2002; 
Jacques  and  Jackson,  2000).  One  person  was  included  with  a  MMSE  of  29  out  of  30.  it 
is  noteworthy  that  at  the  time  of  his  referral  he  scored  26  out  30;  however,  after 
commencing  on  a  cholinesterase  inhibitor  his  cognitive  state  improved. 
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All  participants  were  aware  of  their  diagnosis  and  had  at  least  a  moderate  degree  of 
insight  into  their  condition.  The  literature  review  highlighted  that  some  researchers 
reported  a  fluctuation  of  insight  throughout  the  course  of  the  illness  (Markova  and 
Berrios,  1995;  Killick,  1994),  whilst  others  predicted  a  steady  decline  in  the  level  of 
insight  related  to  a  decline  in  cognitive  abilities  (McDaniel  et  al.,  1995).  A  recognised 
scale  to  categorise  level  of  insight  was  designed  by  Verhey  et  al  (1993).  The  scale 
involves  asking  the  person's  carer  or  health  care  professional  to  rate  the  individual  in  one 
of  four  categories,  saying  how  aware  the  person  is  of  their  impairment.  Those  who  are 
categorised  having  an  'adequate'  or  a'  mildly  disturbed'  level  of  self-awareness  were 
selected  for  the  study  (Appendix  5). 
Access 
Medical  and  nursing  staff  at  Eastvale  Resource  Centre  were  informed  of  the  proposed 
research  at  regular  research  meetings.  The  locality  manager  gave  agreement  for  the 
researcher  to  ask  colleagues  for  referrals.  Medical  and  nursing  colleagues  agreed  to  vet 
their  current  caseloads  and  new  referrals  for  potential  participants  who  fulfilled  the 
inclusion  criteria. 
Informal  carers 
Traditionally  the  concept  of  caring  is  task  oriented  and  focuses  on  activities,  such  as 
lifting,  bathing  and  cooking  (Quershi  and  Walker,  1989;  Finch,  1987;  Evendrouet  et  al., 
1986).  However,  Twigg  and  Atkin  (1994)  distinguished  between  physical  and  mental 
illnesses  and  suggested  that  most  people  with  mental  illnesses  do  not  require  assistance 
with  physical  tasks.  They  suggested  that  two  criteria,  namely  kinship  (the  emotional 
obligation)  and  responsibility  are  more  apparent.  According  to  Twigg  and  Atkin: 
"in  the  case  where  the  'caredfor'person  has  no  needfor  physical  help,  the  sense 
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represents  the  corefeature  that  underlines  all  care  giving"  (1994:  9). 
In  the  case  of  early  dementia,  individuals  may  not  require  assistance  with  physical  tasks, 
but  require  supervision,  monitoring  and  co-ordination  of  services  (Jacques  and  Jackson, 
2000;  Cheston  and  Bender,  1999).  Twigg  and  Atkin  (1994)  also  point  out,  that  a  feeling 
of  responsibility  for  the  person's  conduct  and  actions  can  be  as  demanding  on  the  carer  as 
carrying  out  physical  tasks  for  the  person. 
For  the  purpose  of  the  present  research  an  absolute  definition  for  an  informal  carer  was 
not  required.  It  should  be  noted  that  although  the  term  'carer'  is  used  throughout  the 
thesis,  at  the  time  of  the  research  many  relatives  were  not  providing  physical  care  and  did 
not  perceive  themselves  as  carers.  It  was  acceptable  for  the  potential  carers  to  either  be 
living  with  the  person  or  separately. 
Prior  contact 
The  researcher  had  varying  degrees  of  contact  with  participants  prior  to  study,  ranging 
from  no  contact  to  over  three  years  contact,  with  six  participants  known  to  the  researcher 
beforehand  in  his  capacity  as  a  CPN. 
Source  of  referrals 
6  from  study  conductor's  caseload 
5  from  other  CPN's  caseloads. 
I  from  carers'organisation 
4.4.3  Format  of  interviews 
A  total  of  five  interviews  took  place  for  each  unit  (person  with  dementia  and  carer)  of  the 
research.  SimilarlY,  Gibson  (1990)  recommended  that  it  could  take  up  to  five  interviews 
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advance  directive.  One  of  the  advantages  of  this  approach  is  that  it  allows  the  repetition 
and  confirmation  of  issues  (Marquis  and  Jackson,  2000).  Marquis  and  Jackson 
suggested  that  'prolonged  engagement'  is  a  minimum  of  two  interviews  with  the  same 
person  and  is  particularly  useful  where  there  is  concern  about  the  stability  of  the 
perspective  of  the  individual  and  the  accuracy  of  the  information.  Moreover,  it  may  help 
to  build  a  trusting  relationship  whereby  the  interviewer  is  entrusted  with  access  to  the 
private  domains  of  the  interviewee's  life  and  thoughts  (Clarke  and  Keady,  2002).  The 
format  of  the  interviews  was  as  follows: 
Interview  one 
An  initial  interview  took  take  place  with  the  person  with  dementia  and  their  carer  to 
explain  the  format  of  the  research,  the  background  of  Values  Histories  and  to  answer 
questions  about  the  research.  MMSE  was  carried  out  on  the  person  with  dementia  and 
their  level  of  insight  in  to  their  condition  established  (appendix  4  and  5).  Written 
explanations  were  left  for  the  person  with  dementia  (as  it  was  presumed  they  were 
experiencing  some  memory  problems).  The  person  with  dementia  and  their  carer 
completed  consent  forms. 
Interviews  two  and  three 
Two  further  interviews  were  carried  out  with  the  person  with  dementia  alone  to  complete 
a  written  Values  History  and  explore  their  feelings  about  having  dementia  and  the  future. 
Interview  four 
This  was  conducted  with  the  carer  alone  to  discuss  the  Values  History  in  relation  to  their 
perception  of  their  person  with  dementia.  The  carer  was  then  asked  to  discuss  the 
Values  History  with  the  person  with  dementia  without  the  researcher  being  present.  They 
were  encouraged  to  discuss  the  Values  History  with  any  other  significant  family  member 
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Interview  five 
The  final  interview  was  conducted  with  the  person  with  dementia  and  their  carer  to 
discuss  the  Values  History  and  ascertain  if  it  raised  any  issues  between  them  and  to 
evaluate  how  accurately  it  represented  the  person's  values. 
Prior  to  undertaking  the  main  study  a  pilot  study  was  carried  out.  The  following  section 
describes  the  purpose  of  the  pilot  study,  the  format  and  themes  which  emerged  during  the 
process  and  how  they  related  to  the  main  study. 
4.5.1  The  Pilot  Study 
The  primary  aim  of  the  pilot  study  was  to  evaluate  the  design  of  the  main  study  and  to 
ascertain  if  the  methodology  chosen  would  allow  the  research  questions  to  be  answered. 
It  included  interviewing  two  people  with  dementia  and  their  wives.  Thereafter  a  selection 
of  health  and  social  care  staff  were  consulted  by  way  of  three  focus  groups  to  ascertain 
their  view  of  the  Values  History  documents  and  the  design  of  the  research. 
4.5.2  Pilot  Study:  Interviews  with  two  people  with  dementia  and  their  partners. 
Format  of  the  Interviews 
The  format  of  the  study  included  an  introductory  interview,  two  interviews  with  the 
person  with  dementia,  an  interview  with  the  carer  and  a  final  interview  with  the  person 
with  dementia  and  their  carer.  This  was  the  same  format  as  the  interviews  for  the  main 
part  of  the  research. 
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Both  Malcolm  (appendix  8)  and  Jack  (appendix  9)  lived  with  their  wives  and  both 
participants  chose  them  to  be  their  proxies  should  their  condition  deteriorate.  They  were 
both  from  professional  backgrounds  and  were  aware  of  their  diagnosis.  However,  it  is 
interesting  to  note  that  Malcolm,  although  aware  of  his  diagnosis,  denied  that  he  had 
Alzheimer's  disease,  choosing  to  believe  that  his  symptoms  were  related  to  a  sports 
injury  several  years  earlier.  Despite  this,  he  was  able  to  give  a  clear  account  of  how  the 
illness  affected  his  life  and  was  comfortable  with  the  interviewer  using  the  term 
Alzheimer's  disease. 
It  should  be  noted  that  the  researcher  had  known  both  Malcolm  and  Jack  for  about  three 
months  prior  to  the  research.  Both  were  aware  that  they  were  assisting  in  the  pilot  stage 
of  the  study  and  the  researcher  was  looking  for  advice  from  them  regarding  the  questions 
and  format  of  the  interviews.  Malcolm  understood  this  throughout  his  interviews  and 
having  a  background  in  university  research,  appeared  to  enjoy  the  opportunity  to  discuss 
his  PhD  and  the  importance  of  research  in  general.  On  the  other  hand  Jack's  awareness 
appeared  to  fluctuate,  at  times  completely  understanding  the  purpose  of  the  pilot  study, 
and  at  other  times  believing  that  his  interview  was  related  to  a  dementia  support  group 
which  the  researcher  facilitated.  Although  he  claimed  to  enjoy  participating  in  the 
research,  in  hindsight  the  researcher  realises  that  one  of  the  possible  problems  associated 
with  practitioners  carrying  out  research  is  that  participants  may  feel  obliged  to  participate 
due  to  the  previous  relationship  and  possible  confusion  as  to  the  role  of  the  researcher. 
The  information  sheet  therefore  clarified  that  should  a  person  not  wish  to  participate  their 
relationship  would  not  be  jeopardized  (appendix  2). 
The  researcher  was  also  aware  that  he  had  chosen  Malcolm  and  Jack  for  the  pilot  study 
because  he  felt  relaxed  in  their  company  and  they  were  open  about  discussing  their 
illness.  The  researcher  also  realised  during  transcription  of  the  tapes  that  he  had 
prompted  Jack  and  Malcolm  on  several  occasions  during  the  interviews  based  on  his 
previous  knowledge  of  them.  He  therefore  was  aware  that  it  would  be  imperative  to 
III interview  people  not  known  to  him  to  compare  the  difference  that  a  working  relationship 
and  prior  knowledge  of  the  participants  made  to  the  process  of  writing  the  Values 
Histories.  This  theme  is  explored  in  chapter  ten. 
The  remainder  of  this  section  discusses  the  format  of  the  five  interviews  from  a 
methodological  perspective. 
Interview  one 
The  initial  interviews  with  both  Malcolm  and  Jack  were  fairly  straightforward  and  both 
understood  the  questions.  Jack  needed  to  be  reminded  by  his  wife  of  the  purpose  of  the 
interview  on  more  than  one  occasion.  This  did  not  cause  any  problems,  but  the 
researcher  did  realise  that  this  could  cause  someone  living  alone,  without  a  spouse  to 
remind  them,  a  degree  of  anxiety.  Both  men  scored  within  the  MMSE  criteria  for  the 
research,  but  it  was  suggested  by  Malcolm's  case  notes  that  his  low  score  on  the  MMSE 
might  give  a  false  impression  of  his  level  of  confusion  because  of  dysphasia.  It  was 
therefore  decided  that,  although,  in  general,  participants  selected  would  have  scored 
between  14  and  30  out  of  30,  selection  would  be  more  flexible  if  dysphasia  was  present. 
This  also  allowed  an  evaluation  of  the  difficulties  which  could  arise  compiling  a  Values 
History  with  people  who  have  communication  problems. 
Interviews  two  and  three 
Jack  and  Malcolm  both  had  fairly  good  concentration  and  were  able  to  recall  much  of  the 
material  from  one  week  to  the  next.  However,  it  was  recognised  that  other  participants 
within  the  main  study  would  not  necessarily  be  able  to  recall  information,  which  was  the 
case  with  some  participants  within  the  study.  The  time  period  between  interviews  was 
approximately  seven  days.  The  length  of  the  interviews  was  between  3/4  hour  and  I  hour 
and  the  interviews  took  place  in  the  participants'  homes.  This  was  satisfactory  and  the 
researcher  managed  to  get  all  the  information  required  for  the  research  during  this  time. 
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aspects  of  their  lives  that  were  important  to  them,  both  had  difficulty  recalling  specific 
background  facts,  especially  in  relation  to  names  of  places,  family  members  and  dates. 
Headings  and  themes  from  the  Values  History  document  were  used  as  a  basis  for  the 
interviews.  However,  the  third  interview  differed  with  each  of  the  participants.  Whereas 
Malcolm's  interview  had  consisted  of  completing  the  second  half  of  the  document,  Jack 
had  completed  the  document  during  his  second  interview  and  therefore  the  third 
interview  recapped  on  the  previous  information.  It  is  interesting  to  note  that  upon 
recapping,  Jack  expressed  similar  values  as  he  did  in  the  first  interview.  It  was  therefore 
decided  that,  where  possible,  the  latter  approach  would  be  used  as  this  could  explore 
continuity  of  participants'  values  from  one  interview  to  the  next. 
One  point  made  by  Malcolm  was  that  the  proxy  could  die  before  the  person  with 
dementia.  This  was  a  valid  point  and  the  document  was  adapted  to  include  a  second 
nominee  should  this  happen. 
Interview  four 
The  main  purpose  of  the  interview  with  the  carers  was  to  discuss  the  values  of  the  person 
with  dementia  as  a  way  to  compare  their  knowledge  of  the  values  of  the  person  with 
dementia  with  their  own.  Again  the  Values  History  form  was  used  as  the  format  for  the 
discussion.  Another  aspect  of  the  research  was  to  ascertain  if  it  had  opened  up  a  degree 
of  discussion  between  them  and  what  the  person  with  dementia  had  expressed  any 
anxieties  about  the  interview.  These  aspects  are  further  explored  in  chapter  10. 
In  general  the  interviews  with  carers  in  the  pilot  study  were  successful  and  the  format 
remained  the  same  throughout  the  research.  However,  one  area  which  became  a  theme 
throughout  the  research  was  striking  a  balance  between  obtaining  information  for  the 
research  and  providing  carers  with  information  about  the  illness.  Whereas  Jack's  wife 
often  apologised  for  asking  questions  and  left  her  questions  till  the  end  of  the  interview, 
Malcolm's  wife  chose  to  use  the  interview  as  a  way  to  obtain  information  from  the 
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was  speaking  more  than  the  interviewee.  This  interview  lasted  approximately  ninety 
minutes.  Aware  of  this  in  the  main  study,  the  researcher  tried  to  encourage  carers  to 
leave  questions  till  the  end  of  the  interview.  However,  in  practice  many  carers  used  the 
interview  as  means  of  sharing  their  problems  and  seeking  information  about  dementia. 
Interview  five 
The  final  interviews  were  designed  to  ascertain  how  accurate  the  participants  felt  the 
complete  Values  History  was,  general  comments  about  the  use  of  Values  Histories,  the 
interviews  and  whether  the  process  had  prompted  discussion  between  the  couples.  Again 
this  proved  a  useful  approach  and  the  format  remained  the  same  throughout  the  research. 
However  the  pilot  highlighted  two  points  which  needed  consideration. 
Jack's  wife  suggested  that  his  Values  History  did  not  reflect  a  pedantic  side  to  his  nature 
which  she  felt  would  be  important  for  other  to  know  about  him.  However,  whilst  the 
researcher  could  see  how  this  information  would  be  useful,  the  purpose  behind  the  Values 
History  is  to  document  the  views  of  the  person  and  not  the  carer.  This  point  was 
discussed  with  professionals  in  the  focus  groups. 
Malcolm  suggested  that  prior  to  the  interviews  they  should  be  given  a  copy  of  the 
questions  to  prepare  for  the  interview.  However  Jack  stated  that  he  preferred  the 
conversational  aspect  of  the  interview.  Moreover,  his  wife  stated  that  Jack  panicked 
when  he  received  paperwork  to  deal  with  and  thought  it  would  confuse  him.  It  was 
therefore  decided  that  the  participants  should  be  given  the  choice  of  a  list  of  themes, 
which  they  might  or  might  not  choose  to  read. 
Another  area  highlighted  was  the  fact  that,  since  the  onset  of  the  disease,  Malcolm  had 
experienced  a  degree  of  dyslexia  and  dysgraphia  (Jacques  and  Jackson,  2000),  which 
caused  him  difficulties  when  checking  over  the  document.  Whilst  his  wife  took  time  to 
read  and  explain  the  document  to  him  it  could  not  be  anticipated  that  all  carers  would  be 
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carers  took  their  responsibilities  seriously  to  assist  the  person  with  the  document. 
Summary 
In  summary  it  was  felt  that  the  process  of  conducting  five  interviews,  incorporating  minor 
changes,  was  appropriate  for  the  main  study.  However,  prior  to  commencing  the  main 
study,  the  Values  Histories  were  shared  with  professionals  in  three  focus  groups. 
4.5.3  Pilot  Study:  The  Focus  groups 
Three  focus  groups  were  conducted  between  December  2000  and  February  2001,  and 
included  medical,  social  work,  psychology  and  nursing  staff.  Some  of  the  comments  are 
included  in  the  remainder  of  the  thesis.  However,  this  section  clarifies  how  information 
from  the  focus  groups  helped  to  shape  the  research  design.  The  focus  groups  consisted  of 
the  following  professionals: 
Focus  Group  One:  Social  Work  (table  1) 
Profession  Code 
Senior  Social  Worker  FSWI 
Senior  Social  worker  FSW2 
Basic  Grade  Social  Worker  FSW3 
Social  Work  Assistant  FSW4 
Community  Care  Manager  FSW5 
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Profession  Code 
Consultant  Psychiatrist  FMedl 
Staff  Grade  Psychiatrist  FMed2 
Senior  Registrar  FMed3 
Senior  Psychologist  FMed4 
Focus  Group  Three:  CPNs  and  Health  Care  Assistants  (table  3) 
Profession  Code 
G  Grade  CPN  FNI 
G  Grade  CPN  FN2 
E  Grade  CPN  FN3 
E  Grade  CPN  FN4 
B  Grade  Health  Care  Assistant  FN5 
B  Grade  Health  Care  Assistant  FN6 
Immediately  prior  to  the  focus  groups  commencing  the  participants  were  given  the  two 
completed  Values  Histories  to  read.  At  the  beginning  of  the  sessions  the  participants 
were  informed  of  the  general  purpose  of  the  research  and  that  the  information  from  the 
groups  would  help  give  focus  to  study,  which  was  still  in  tentative  stages  regarding 
methods.  He  therefore  asked  them  to  be  as  critical  as  they  could  and  that  suggestions 
would  be  helpful.  He  asked  open  ended  questions  regarding  the  general  usefulness  of  the 
Values  Histories,  their  practical  value  and  what  they  saw  as  the  main  issues  for 
professionals,  carers  and  people  with  dementia.  He  referred  to  the  subheadings  in  the 
Values  Histories,  again  asking  how  appropriate  the  information  would  be  to  them  in  their 
practice.  Finally  he  asked  for  their  opinions  on  the  research  design,  in  particular,  the 
professional  groups  that  should  be  included  in  the  study. 
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the  data  by  highlighting  themes  and  colour  coding  the  information.  He  was  able  to  look 
at  general  trends  across  the  three  focus  groups  and  ones  which  were  specifically  related  to 
each  group.  The  focus  groups  were  particularly  useful  in  assisting  the  researcher  to 
decide  the  information  which  was  incorporated  in  the  Values  History  documents  and 
questions  for  the  professional  interviews.  Three  useful  themes  that  emerged  from  the 
groups  were;  i)  general  comments  regarding  values,  ii)  the  information  regarding  proxies 
and  iii)  the  structure  of  the  Values  Histories.  The  following  section  summarises  some  of 
the  points. 
i)  General  comments  regarding  values 
In  general,  the  Values  Histories  were  viewed  very  positively  by  all  staff  However,  after 
the  initial  positive  responses  from  staff,  they  were  encouraged  to  think  more  deeply  about 
the  wider  concept  of  values  and  whether  they  change  as  the  illness  progressed.  This 
proved  very  useful,  in  that  there  was  a  lot  of  debate  around  the  issues  as  to  whether 
values  change  over  time,  and  if  past  wishes  should  have  precedence  over  present  should 
the  person  lose  insight.  Responses  ranged  from  those  who  felt  previous  values  should 
always  be  upheld  to  those  who  thought  that  the  current  values  of  the  person  were  more 
important  as  the  dementia  progressed.  There  was  also  debate  around  the  type  of  values 
which  could  change  and  those  which  were  less  likely.  Some  of  these  included  religious 
values,  family  values,  morals  and  independence.  This  therefore  clarified  for  the 
researcher  that  the  theme  of  the  main  research  would  include  a  selection  of  these  values 
and  possible  scenarios  to  elicit  professionals'  opinions. 
ii)  Information  regarding  proxies 
Another  area  that  provoked  debate  and  discussion  within  the  groups  was  concerning 
people  with  dementia  appointing  a  proxy.  There  was  general  recognition  that  the 
information  regarding  a  proxy  would  be  very  useful  and  many  had  described  scenarios 
and  experiences  where  there  had  been  conflicts  between  different  family  members' 
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proxy  could  have  helped.  There  were  three  key  points  which  would  be  expanded  upon  in 
the  main  part  of  the  research. 
Firstly,  the  majority  of  staff  admitted  that  they  rarely  asked  the  person  if  there  was 
anyone  specifically  that  they  would  want  to  represent  them  should  their  condition 
deteriorate,  with  many  suggesting  that  they  presumed  the  relative  either  accompanying 
the  person  to  a  consultation  or  living  with  the  person  should  represent  them.  Secondly, 
the  degree  of  acceptable  risk  that  some  carers  felt  the  person  with  dementia  should  be 
allowed  to  take  to  remain  at  home  often  conflicted  with  the  person's  own  views.  Several 
staff  reported  that  carers  often  considered  the  person's  safety  more  important  than 
freedom  to  take  risks  and  resulted  in  premature  applications  being  made  for  long  term 
care  placements.  According  to  one  social  worker: 
"It  amazes  me  howfamilies  often  break  their  necks  trying  to  get  the  burial  right  or 
follow  the  person's  wishes  to  scatter  their  ashes  in  the  right  place  and  yet  they're 
not  as  staunch  when  he  wants  to  stay  in  his  housefor  as  long  as  possible  "  (FS  W  4). 
Thirdly,  some  concern  was  expressed  that  the  Values  History  may  put  some  carers  under 
undue  pressure  to  keep  the  person  at  home  longer  than  they  were  either  able  to  care  for 
the  person  (or  wanted  to).  Several  suggested  a  separate  Values  History  for  the  carers,  or 
using  the  Values  History  as  the  beginning  of  a  'contract'.  One  social  worker  suggested 
that  it  would  be  appropriate  to  record  how  the  carer  sees  the  future  and  how  involved  they 
would  like  to  be  in  the  person's  care.  One  doctor  suggested  that  the  Values  History  could 
be  used  therapeutically  to  'discuss  problems  while  there  is  still  time  and  the  person  is 
aware'  (FMed2). 
lis iii)  The  Values  History  Documents 
The  vast  majority  preferred  the  form  which  was  written  in  the  first  person  (Malcolm), 
believing  it  to  have  more  impact  on  them.  Jack's  document  was  written  in  the  third 
person  due  to  dysphasia  and  all  agreed  that  the  quotes  helped  to  personalise  it.  It  was 
also  felt  that  the  author  could  change  grammar,  but  it  would  lose  effect  if  the  person's 
words  were  changed  too  much.  In  general,  staff  felt  the  documents  were  the  right  length 
and  easy  to  read.  However,  many  felt  that  GPs  would  not  read  the  documents  in  their 
entirety  and  suggested  an  abridged  version.  All  staff  felt  that  the  documents  would  be 
particularly  useful  for  long  term  care  providers  and  carers,  many  of  whom  would  never 
have  know  anyone  in  the  early  stages  of  dementia.  All  felt  it  was  very  appropriate  to 
include  their  views  in  the  study.  Many  also  clarified  that  the  voluntary  sector  should  be 
included  in  the  study  as  they  provide  much  of  the  direct  care  for  people  with  dementia  in 
their  homes. 
Whilst  none  of  the  participants  recommended  the  removal  of  any  information  from  the 
Values  Histories,  some  pointed  out  additional  information  could  be  included.  For 
example,  one  doctor  suggested  that  spiritual  matters  could  be  expanded  to  include  the 
person's  views  and  feelings  on  life  after  death  and  how  their  faith  affects  their  life.  He 
felt  that  the  section  read  more  like  a  report  and  missed  how  the  person  felt  about  their 
beliefs  in  God  etc.  He  stated  that  it  was  'almost  there,  but  not  quite  enough'.  Inaddition 
he  felt  that  more  details  regarding  the  person's  spiritual  beliefs  could  help  the  family  cope 
with  difficult  decisions  should  he  require  life-extending  treatment.  More  background 
information  and  past  traumas  and  challenges  which  have  shaped  their  lives  were  also 
suggested  to  give  more  appreciation  'for  the  person'. 
4.5.4  Summary  of  Pilot  Study 
In  summary,  the  focus  groups  helped  to  clarify  that  the  main  aims  of  the  research  were 
topical  and  relevant  to  practice.  The  practical  advice  regarding  the  writing  of  the 
documents  was  adopted,  including  more  background  information,  thoughts  regarding 
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deteriorated  and  more  in-depth  discussions  about  spiritual  matters  where  appropriate. 
Moreover,  where  possible,  the  documents  would  be  written  in  the  first  person,  with 
personal  quotes  when  written  in  the  third  person. 
One  suggestion  by  social  work  and  medical  staff  was  that  a  separate  Values  History 
should  be  completed  for  the  carers.  However,  although  the  researcher  felt  this  was  a 
valid  point,  the  main  focus  of  the  research  was  to  empower  people  with  dementia  and  to 
document  their  values  and  views  before  their  condition  deteriorates.  Rather  than 
complete  a  separate  Values  History  for  their  carer  or  dilute  the  person's  Values  History 
the  researcher  decided  to  give  carers  the  option  to  include  an  appendix  with  their 
comments. 
With  regards  to  the  second  stage  of  the  study,  the  researcher  clarified  that  using  Values 
Histories  was  an  effective  way  to  promote  discussion.  It  also  showed  that  perceptions 
differed  about  how  much  emphasis  should  be  placed  upon  the  previously  expressed 
values  of  people  with  dementia  and  whether  or  not  they  change  as  the  illness  progresses. 
As  highlighted  in  section  4.1.  the  main  study  was  carried  out  in  two  phases.  The  first 
phase  involved  interviewing  twelve  people  with  dementia  and  their  carers,  the  second 
phase  interviewing  forty  professionals.  The  following  section  describes  phase  one  and 
section  4.7.2  describes  stage  two. 
4.6.1  Stage  one-  Process  of  interviews 
As  highlighted  in  earlier  chapters,  prior  to  the  research  being  carried  out  there  was  a 
dearth  in  the  literature  regarding  carrying  out  research  with  people  with  dementia. 
However,  over  the  past  few  years,  researchers  who  have  conducted  studies  have 
discussed  some  of  the  challenges  of  how  to  engage  with  individuals  with  cognitive 
impairment  to  carry  out  qualitative  interviews.  It  is  interesting  to  note  that  many  of  the 
challenges  were  similar  to  those  found  in  this  research. 
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stages  of  dementia,  may  experience  short  and  long  term  memory  impairment,  difficulty 
understanding  and  comprehending  information  and  difficulty  concentrating  (Jacques  and 
Jackson,  2000).  Chapter  two  also  highlights  that  fluctuating  awareness  and  denial  are 
common  in  the  early  stages  of  dementia  (Howorth  and  Saper,  2003;  Clare,  2002;  Bucks, 
1998).  Moreover,  whilst  communication  difficulties  and  apraxia  are  more  likely  to  be 
associated  with  moderate  and  latter  stages  of  the  illness,  some  may  experience  this  in  the 
early  stages.  This  in  fact  was  the  case  with  two  of  the  participants,  who  had  difficulty 
expressing  their  thoughts.  These  aspects  are  discussed  throughout  the  remainder  of  the 
thesis  as  they  are  directly  related  to  the  research. 
All  the  interviews  took  place  either  in  the  person's  own  home  or,  in  the  case  of  two 
participants,  in  their  relatives'  homes.  Similarly,  others  have  recommended  that 
interviews  should  take  place  in  a  familiar  environment  (Cotrell  and  Schulz,  1993).  In 
general  the  interviews  lasted  approximately  one  hour.  However,  some  lasted  longer  with 
one  lasting  up  to  two  hours.  It  is  interesting  to  note  that  whereas  some  researchers 
recommend  that  interviews  should  be  relatively  short,  possibly  45  minutes  to 
accommodate  for  concentration  problems,  others  report  interviews  lasting  up  to  two 
hours  (Clarke  and  Keady,  2002;  Robinson,  et  al.,  1997).  Clarke  and  Keady  state  that  the 
timing  of  the  interview  should  be  set  by  the  interviewee  to  allow  them  to  feel  in  control. 
In  this  study  most  wanted  to  continue  for  longer  than  the  allotted  45  to  60  minutes  and 
enjoyed  the  opportunity  to  talk  and  reminisce  beyond  the  time  of  the  interview. 
Similarly,  Clarke  and  Keady  suggest  that  interviews  should  be  seen  as  more  than  tape 
recorded  time,  with  time  for  social  engagement  at  the  beginning  and  end  of  interview. 
They  state  that  leaving  too  quickly  can  result  in  the  person  feeling  'used'.  However,  this 
caused  the  researcher  some  difficulty  as,  at  times,  participants  gave  valuable  information 
after  the  'recorded  time'.  Moreover,  this  has  wider  implications  for  the  writing  of  Values 
Histories,  especially  if  written  in  the  first  person.  This  is  further  discussed  in  chapter  ten. 
Clarke  and  Keady  also  suggest  that  there  will  be  times  when  the  tape  recorder  is  turned 
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suggested  that  the  interview  should  be  seen  as  a  process  of  negotiating  any  information 
which  the  individual  would  not  want  recorded  or  used  for  the  research.  This  happened  on 
several  occasions  throughout  the  research.  In  particular,  two  participants  became  upset, 
one  whilst  discussing  the  death  of  his  wife  and  the  other  discussing  relationship  problems 
within  his  family.  The  researcher  therefore  switched  the  tape  recorder  off  during  these 
times  and  gave  them  the  opportunity  to  discontinue.  Both  however  chose  to  resume  the 
interview.  Similarly,  Froggatt  (1988)  states  researchers  need  to  acknowledge  that  the 
interview  will  have  an  emotional  impact  on  the  person  and  themselves. 
One  of  the  main  difficulties  experienced  by  people  in  the  early  stages  of  dementia  is  short 
term  memory  impairment  (Jacques  and  Jackson,  2000).  Although  the  majority 
remembered  the  purpose  of  the  interviews,  some  forgot  at  various  stages  and  needed  to 
be  reminded.  Clarke  and  Keady  (2002)  suggest  that  the  interviews  should  be  seen  as  a 
continual  process  of  negotiation.  In  particular,  one  participant  forgot  several  times  the 
purpose  of  the  interview  and  expressed  suspicion  regarding  the  use  of  the  tape  recorder. 
On  each  occasion  he  was  reminded  the  purpose  of  the  interview  and  was  given  the  option 
to  discontinue  or  be  interviewed  without  the  tape  recorder.  Each  time  he  was  easily 
settled  and  expressed  a  wish  to  continue.  Similarly  Pratt  (2002)  suggests  that  the 
interviewer  needs  to  continually  re-establish  who  they  are  and  the  reason  for  the 
interview  and  consent  should  be  seen  as  an  ongoing  process. 
One  of  the  main  areas  where  many  participants'  memory  impairment  became  apparent 
was  when  asked  for  background  details,  especially  in  relation  to  giving  dates,  names  and 
places.  This  is  an  area  where  the  researcher  had  to  be  flexible  in  the  questions  asked  and 
to  consider  early  in  each  interview  how  much  information  the  person  would  be  able  to 
give.  The  researcher  also  had  to  be  aware  of  how  individuals  reacted  when  they  could 
not  recall  information  and  adapt  his  style  accordingly.  Whereas  some  were  able  to  joke 
and  use  humour  when  they  could  not  recall  information,  others  appeared  distressed. 
Several  other  researchers  have  also  reported  that  recalling  information  can  be  stressful  for 
people  with  dementia  and  suggest  that  in  such  cases  participants  should  be  encouraged  to 
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2002).  However,  one  of  the  purposes  of  the  research  was  to  study  the  process  of 
completing  Values  Histories  with  people  with  dementia  and  the  extent  to  which  they 
were  able  to  give  details  was  an  important  aspect  of  the  findings.  This  is  further 
discussed  in  chapter  nine. 
One  aspect  of  the  research  methodology  that  differs  from  other  research  is  that  of 
discussing  the  diagnosis  with  participants.  Several  authors  recommend  that  the  diagnosis 
should  only  be  discussed  if  the  person  mentions  it  in  the  first  instance  (Pratt,  2002; 
Mason  and  Wilkinson,  2002;  Wilkinson  et  al.,  2002).  However,  in  this  study  the 
researcher  specifically  mentioned  the  diagnosis  to  the  participants.  It  should  be  noted 
that  it  had  been  clarified  beforehand  that  all  participants  were  aware  of  their  diagnosis 
and  the  information  sheets  stated  that  the  reason  they  were  being  interviewed  was 
because  they  had  dementia.  Their  reactions  were  relevant  to  the  research  findings  and  are 
discussed  further  in  chapter  five. 
It  should  also  be  noted  that  one  participant  was  particularity  difficult  to  engage  with  and 
possibly  became  too  confused  for  the  study  despite  initially  having  a  MMSE  of  24  out  of 
30  and  classified  as  having  a  moderate  degree  of  insight  by  her  CPN.  She  experienced 
difficulty  answering  basic  questions,  expressing  her  thoughts  and  following  themes.  She 
experienced  some  thought  blocking,  often  stopping  mid  sentence.  On  several  occasions 
she  walked  towards  her  window,  was  wringing  her  hands  and  appeared  agitated.  It  is 
noteworthy  that  Bartlett  and  Martin  (2002)  mention  that  the  researcher  should  be  aware 
of  participants'  non  verbal  communication  and  look  for  signs  of  distress.  On  several 
occasions  the  researcher  asked  if  she  would  prefer  the  stop  the  interview.  However,  she 
wished  to  continue  stating  that  she  enjoyed  the  company!  After  the  interview  the 
researcher  telephoned  her  daughter  and  was  informed  that  the  participant  had  been 
agitated  due  to  a  change  in  home  help,  which  upset  her  routine.  Furthermore  she 
informed  her  daughter  that  she  enjoyed  the  interview  and  was  looking  forward  to  the  next 
one.  Pratt  (2002)  states  that  allowance  should  be  made  for  people  with  dementia  'having 
a  bad  day'.  However,  on  the  next  occasion  her  behaviour  was  the  same.  After  this 
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However,  on  the  contrary  this  proved  to  be  a  learning  curve  for  the  researcher  as  he 
realised  that  the  research  was  about  presenting  the  positive  and  negative  aspects  of 
documenting  people's  values  and  to  exclude  this  participant  would  present  the  research  in 
a  false  light.  Moreover,  despite  many  inaccuracies  in  her  Values  History  her  daughter 
felt  that  the  expressed  values  were  accurate.  This  was  pertinent  to  the  research  and 
further  discussed  in  chapter  eleven. 
Another  example  where  the  researcher  initially  felt  that  he  had  made  an  inappropriate 
selection  of  interviewee  was  related  to  a  couple  who  were  experiencing  relationship 
problems.  The  couple  were  arguing  at  the  time  of  the  researcher's  arrival  to  interview  the 
participant  with  dementia.  Although  the  researcher  gave  him  the  option  to  make  another 
appointment,  he  agreed  to  the  interview  taking  place.  However,  during  the  interview  the 
participant's  wife  entered  the  room  and  stated  that  he  should  not  say  anything  which 
would  present  her  negatively  and  again  they  started  arguing.  Moreover,  both  participants 
spoke  at  length  about  their  marital  problems  during  their  interviews.  At  the  time  the 
researcher  thought  that  due  to  their  relationship  difficulties  it  might  not  be  appropriate  to 
include  them  in  the  study.  However,  upon  reflection  he  decided  to  include  them  and  this 
became  one  of  the  underlying  themes  to  emerge  from  the  research,  namely,  how  honestly 
can  people  with  dementia  record  relationship  problems  and  appoint  a  proxy. 
Another  aspect  of  the  research,  similarly  highlighted  by  Pratt  (2002),  is  for  the 
interviewer  to  be  prepared  for  difficult  questions.  According  to  Pratt  it  is  up  to  the 
researcher  to  be  honest  without  providing  information  that  is  outside  their  knowledge. 
One  of  the  most  common  questions  participants  asked  was  about  the  prognosis  and 
possible  deterioration.  This  is  one  area  where  the  researcher  initially  felt  awkward. 
However,  after  conducting  several  interviews  the  researcher  learned  to  reflect  questions 
by  asking  the  participants  what  they  knew  about  the  illness.  He  also  learned  that  an 
effective  way  to  approach  such  questions  in  an  honest  way  without  frightening  the  person 
was  to  give  examples  of  people  he  had  known  who  had  deteriorated  quickly  and  some 
where  there  had  been  minimal  deterioration  over  the  years.  He  also  gave  examples  of 
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care.  This  is  discussed  further  in  chapter  ten. 
Whilst  the  interviews  of  people  with  dementia  could  be  classed  as  semi  structured  they 
differed  somewhat  from  the  carer  and  professional  interviews  and  were  less  structured. 
This  allowed  participants  to  'tell  their  story'  in  their  own  time  (Pratt,  2002)  and  possibly 
leaned  towards  unstructured  or  informal  interviews  (Robertson  and  Dearling,  2004). 
Similarly,  many  carers  digressed  from  the  questions  during  their  interviews.  Several 
carers  used  the  opportunity  to  ask  questions  about  the  prognosis  of  the  illness  and  report 
some  of  the  problems  they  were  experiencing  and  the  impact  the  dementia  was  having  on 
their  lives.  Moreover,  some  of  the  carers  that  the  researcher  had  known  beforehand  as  a 
clinician,  asked  for  booklets  and  details  about  medication  and  found  it  difficult  to 
separate  the  role  of  the  researcher  from  practitioner.  This  however  did  not  cause  any 
problems,  but  several  interviews  lasted  approximately  ninety  minutes  instead  of  the 
allocated  sixty.  Similarly,  Clarke  and  Keady  (2002)  report  that  interviews  with  relatives 
may  need  to  be  lengthy  as  they  struggle  to  understand  the  minutia  of  the  person's  illness 
and  try  to  come  to  terms  with  their  condition.  However,  upon  analysing  the  interviews 
thereafter  the  majority  had  given  the  appropriate  information  for  the  study. 
Another  aspect  that  is  noteworthy  regards  the  interviews  which  involved  both  carers  and 
participants.  Several  participants  with  dementia  were  notably  quieter  and  tended  to  leave 
their  carers  to  speak  for  them,  often  deferring  to  them  when  asked  questions.  Moreover, 
at  times,  when  the  person  with  dementia  stated  something  which  they  considered 
inaccurate  the  carer  would  use  non  verbal  communication  to  indicate  to  the  researcher 
that  the  information  was  wrong.  In  particular,  one  person  with  dementia  spoke  of 
various  siblings  being  alive.  His  wife  indicated  by  eye  contact  that  they  had  in  fact  died. 
However,  some  carers  were  open,  and  tactfully  corrected  the  person  in  such 
circumstances.  It  is  clear  that  there  is  no  right  or  wrong  way  for  relatives  to  deal  with 
forgetfulness  (Bender,  2003). 
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The  second  stage  of  the  research  involved  interviewing  forty  professionals,  all  of  whom 
worked  in  the  south  side  of  Glasgow.  As  highlighted  in  section  4.2  of  this  chapter,  one 
advantage  of  practitioners  carrying  out  research  is  that  they  often  have  better  access  to 
participants  (Fuller,  1999).  The  researcher  approached  the  vast  majority  of  the 
professionals  to  be  interviewed  directly;  the  remainder  were  contacted  by  colleagues. 
However,  it  should  be  noted  that  the  researcher  knew  several  of  the  participants  on  a 
professional  basis  beforehand,  particularly  those  within  the  mental  heath  field.  Whilst 
one  could  argue  that  in  such  cases  participants  could  try  to  please  the  interviewer  in  their 
response,  one  could  also  argue  that  they  are  more  likely  to  be  honest  (Robertson  and 
Dearling,  2004).  This  approach  can  best  be  described  as  'convenience  sampling'  (Fuller 
and  Petch,  1995).  It  should  be  noted  that,  although  some  might  consider  sample  methods 
adopted  by  practitioner  researchers  inferior  to  those  adopted  by  general  social  welfare 
researchers,  Fuller  and  Petch  state  that  of  more  importance  is  the  necessity  for  the 
researcher  to  have  a  clear  understanding  of  what  can  be  concluded  from  the  sample  under 
scrutiny.  Moreover,  they  opine  that  the  researcher  should  be  aware  of  the  extent  to  which 
it  is  appropriate  to  draw  out  general  isations.  However,  for  the  purpose  of  this  study 
generalisations  are  only  made  occasionally  and  the  information  is  presented  thematically 
in  the  hope  that  it  may  help  others  in  the  same  field  to  enter  into  a  way  of  seeing, 
reconstructing  and  intervening  with  people  with  dementia  (Schon,  1983). 
The  following  section  describes  the  process  of  the  professional  interviews.  As  indicated 
in  section  4.2  the  interviews  were  semi-structured  (appendix  6),  based  on  progressive 
vignettes  using  two  Values  Histories. 
4.6.3.  Format  of  the  professional  interviews 
The  two  documents  chosen  by  the  researcher  for  this  stage  of  the  study  belonged  to  Marie 
(appendix  10)  and  Sylvia  (appendix  11).  As  highlighted  in  both  the  literature  review  and 
the  focus  groups,  aspects  such  as  relationships,  family  values,  attitude  towards  risk,  and 
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people  who  have  dementia.  Whilst  many  of  the  Values  Histories  could  have  been  used, 
Sylvia  had  expressed  particularly  strong  views  regarding  her  independence  and  Marie 
had  very  strong  religious  values,  which  the  researcher  thought  could  be  expanded  upon 
by  way  of  vignettes.  Both  had  also  expressed  their  feelings  about  having  dementia, 
which  were  also  used  successfully  for  discussion. 
Semi  structured  interviews  with  the  professionals  took  place  either  at  their  place  of 
employment  or  a  mutually  arranged  venue.  Participants  were  given  the  two  Values 
Histories  to  read  approximately  a  week  prior  to  their  interviews.  The  vast  majority  had 
read  them  beforehand  with  only  a  few  reading  them  at  the  beginning  of  their  interviews. 
Some  staff  had  however  put  effort  into  their  task,  having  highlighted  points  within  the 
documents  and  notes  of  reference.  Interviews  lasted  between  45  to  60  minutes  and  were 
tape  recorded  and  thereafter  transcribed  onto  a  PC  using  Nud#ist,  the  social  science 
software  package  designed  to  allow  coding  of  descriptive  material,  which  can  then  be 
analysed  and  comparisons  made  when  all  data  has  been  collated. 
4.6.4  Format  of  vignettes 
The  two  Values  Histories  were  referred  to  throughout  the  interviews.  Within  each 
interview  a  series  of  progressive  vignettes  were  shown  to  the  candidates  depicting  various 
scenarios  related  to  people  with  dementia's  care  in  the  community.  Their  opinions  were 
sought  on  how  they  would  manage  the  scenario  if  they  were  faced  with  similar  situations. 
By  introducing  Values  History  progressively  into  the  scenarios,  the  impact  of  the 
professional  groups  has  been  evaluated. 
The  document  relating  to  Sylvia  highlighted  that  she  trusted  her  daughter  in  law  and  son 
'with  her  life'.  Participants  were  asked  to  imagine  that  Sylvia's  condition  had 
deteriorated  and  her  family  had  unsuccessfully  tried  to  persuade  her  to  accept  home  care. 
Sylvia  then  accused  them  of  interfering  and  refused  to  have  contact  with  them. 
Participants  were  asked  if  they  would  still  have  contact  with  her  family  and  to  what 
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want  them  to  have  any  contact  with  her  family.  This  led  on  to  general  discussions  about 
appointing  a  proxy  and  the  usefulness  of  her  statement. 
Sylvia's  document  highlighted  the  importance  that  she  placed  on  her  appearance  and 
hygiene  and  how  she  had  a  fear  of  becoming  dirty  as  the  illness  progressed.  Participants 
were  asked  to  imagine  that  Sylvia's  appearance  had  deteriorated  to  the  extent  that  she 
was  unkempt  and  had  a  distinct  body  odour.  They  were  also  informed  that  she  was 
content  and  believed  that  she  still  had  a  shower  each  day.  Participants  were  asked  how 
they  would  deal  with  this  situation.  They  were  then  informed  that  she  became  upset  and 
agitated  when  it  was  suggested  to  her  that  she  was  neglecting  herself  Participants  were 
asked  how  relevant  her  statement  was  and  if  it  would  be  in  her  best  interests  to  cause  her 
a  degree  of  agitation  to  respect  her  past  wishes.  They  were  also  asked  if  it  would  be 
relevant  to  tell  her  'white  lies'  to  persuade  her  to  bathe. 
Sylvia's  document  highlighted  her  fervent  desire  to  live  independently  and  stay  at  home 
'until  the  Good  Lord  takes  her'.  Her  document  also  stated  that  she  was  willing  to  take  an 
increased  degree  of  risk  to  live  at  home  as  long  as  she  was  not  putting  anyone  in  danger. 
Participants  were  asked  how  feasible  it  was  for  her  to  record  this  information  and  if  it 
would  make  any  difference  to  the  level  of  risk  she  should  be  allowed  to  take.  They  were 
then  informed  that  Silvia  had  been  'wandering'  and  a  case  conference  was  being  held  to 
consider  her  for  residential  care,  to  which  she  was  opposed.  They  were  asked  if  it  would 
be  appropriate  to  refer  to  the  document  at  the  conference  and  if  they  felt  her  past  wishes 
would  make  a  difference  to  the  outcome.  Conversely,  they  were  asked  if  the  document 
would  make  a  difference  to  the  outcome  if  Sylvia  had  stated  that  safety  was  more 
important  to  her  than  independence. 
Marie's  Values  History  highlighted  the  section  where  she  stated  that  she  favoured 
homeopathic  medication  to  conventional  medication.  Participants  were  asked  to  imagine 
that  Marie  was  admitted  to  residential  care  and  had  no  awareness  of  medication  she  was 
prescribed.  They  were  asked  if  her  previous  wishes  should  be  adhered  to,  and  to  what 
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noteworthy  that  most  stated  they  would  ask  her  family.  The  question  was  therefore 
changed  and  they  were  asked  to  imagine  that  she  never  had  a  family  and  if  the  Values 
History  would  stand  alone  to  represent  her  wishes. 
Marie's  document  also  highlighted  that  she  never  celebrated  Christmas  due  to  strong 
religious  convictions  and  asked  to  be  excluded  from  celebrations.  Again  participants 
were  asked  to  imagine  that  she  was  in  residential  care  and  had  minimal  awareness.  They 
were  informed  that  Marie  appeared  to  forget  her  religious  values  and  was  happy  to  join  in 
Christmas  parties,  enjoying  the  Christmas  carols.  They  were  asked  if  her  previously 
expressed  values  should  have  precedence  over  her  current  enjoyment.  Again  the 
question  was  adapted  and  they  were  asked  to  imagine  she  had  no  family  and  they  had  to 
decide  what  was  in  her  best  interests. 
Finally,  Marie's  document  highlighted  that  although  she  did  not  believe  in  euthanasia, 
she  did  not  want  her  life  prolonged  'beyond  her  natural  time'.  Participants  were  asked  to 
imagine  that  Marie  was  in  the  latter  stages  of  dementia,  was  doubly  incontinent,  could  not 
communicate  and  had  no  mobility.  They  were  informed  that  she  suffered  a  stroke  and 
had  lost  her  swallowing  reflex.  They  were  further  informed  that  a  case  conference  had 
been  called  to  discuss  the  possibility  of  an  operation  to  insert  a  peg  feed,  which  would 
prolong  her  life.  They  were  asked  whether  it  would  be  appropriate  to  refer  to  the 
documents  at  the  meeting  and  how  much  weight  should  be  given  to  her  statement.  Also 
they  were  asked  how  they  would  interpret  her  opinion  in  this  instance.  Furthermore, 
they  were  informed  that  her  family  wanted  her  to  have  the  peg  feed. 
As  highlighted  in  section  4.2.4,  at  the  conclusion  of  the  interviews  participants  were 
asked  to  fill  in  a  questionnaire  (appendix  7).  Approximately  half  the  participants 
completed  it  whilst  the  interviewer  was  present.  A  total  of  28  out  of  40  were  retuned. 
The  first  three  questions  were  answered  without  difficulty.  However,  the  checklist  which 
categorised  various  professional  groups  whom  the  participants  considered  would  be  able 
to  assist  a  person  with  dementia  to  write  a  Values  History  proved  more  difficult.  Many 
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had  the  time  to  commit  to  such  a  task.  It  became  apparent  that  this  aspect  of  the 
questionnaire  could  not  be  analysed  and  instead  their  comments  were  included  in  the 
study. 
As  highlighted  in  section  4.2.3,  although  the  interviews  with  people  with  dementia  and 
professionals  could  be  classed  as  semi  structured,  their  structure  was  quite  different.  In 
some  respects  the  interviews  with  people  with  dementia  verged  on  being  'unstructured 
interviews',  and  allowed  them  to  tell  'their  story  in  their  own  time'  (Robertson  and 
Dearling,  2004).  On  the  other  hand  the  interviews  with  the  professionals  followed  a 
structured  pattern,  with  questions  being  asked  about  each  vignette  in  a  methodical  way. 
Another  area  where  they  differed  related  to  professional  interest  in  the  research  process, 
in  that,  some  participants  often  asked  questions  about  the  implementation  of  Values 
Histories.  The  researcher  was  aware  throughout  the  interviews  that  he  should  present  the 
material  and  answer  such  questions  in  such  a  way  that  would  not  lead  the  participants  or 
allow  them  to  believe  he  had  a  vested  interest  in  'proving'  Values  Histories  worked. 
Robertson  and  Dearling  point  out  that  the  use  of  particular  words  or  phrases,  as  well  as 
non-verbal  expressions  of  approval  or  disapproval,  can  influence  participants'  responses. 
This  can  lead  to  an  'eagerness  of  the  respondent  to  please  the  interviewer'  (Robertson  and 
Dearling,  2004:  128).  Bearing  this  in  mind,  the  researcher  often  reminded  participants 
that  the  main  aim  of  the  research  was  to  evaluate  the  documents  and  any  problems  or 
difficulties  they  could  foresee  with  their  use  was  particularly  helpful  to  the  research. 
The  following  tables  describe  the  coding  system  for  the  participants  from  stage  one  and 
stage  two  of  this  study  which  is  referred  to  throughout  the  remainder  of  this  thesis. 
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Stage  One:  Participants  with  dementia  and  their  nominated  carers 
Table  4 
Pseudonym  Age  Living  Nominated  Diagnosis  MMSE 
circumstances  carer 
Marie  76  lived  with  her  husband  Alzheimer's  disease  N/A 
husband 
Sylvia  82  lived  alone  daughter  in  Alzheimer's  disease  24 
law 
Bill  82  lived  with  his  wife  wife  Alzheimer's  disease  22 
Elizabeth  76  lived  with  her  daughter  Alzheimer's  disease  24 
husband 
Jim  66  lived  with  his  son  son  Mixed  22 
Vascular/Alzheimer's 
Robert  78  lived  alone  daughter  Alzheimer's  disease  26 
John  83  lived  with  his  daughter  Vascular  Dementia  25 
wife,  Mary,  whom 
also  had  dementia 
Mary.  80  Lived  with  her  daughter  Alzheimer's  disease  24 
husband,  John, 
who  also  had 
dementia. 
Helen  61  lived  alone  daughter  Alzheimer's  disease  22 
Walter.  66  lived  with  his  wife  wife  Vascular  Dementia  25 
Howard  77  lived  alone  daughter  Alzheimer's  disease  29 
Alex  7  lived  with  his  wife  wife  Alzheimer's  disease  23 
Age  range  61  to  83 
Mean  age  76 
MMSE  range  from  22  out  30  to  29  out  30  (excluding  one  person  with  dysphasia) 
Mean  MMSE  24. 
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Table  5 
COD  PROFESSION  sex  CODE  PROFESSION  Se 
E  x 
Psych  Consultant  Psychiatrist  M  GP1  General  Practitioner  m 
1 
Psych  Consultant  Psychiatrist  F  GP2  General  Practitioner  m 
2 
Psych  Consultant  Psychiatrist  F  GP3  General  Practitioner  m 
3 
Psych  Senior  Registrar  M  GP4  General  Practitioner  m 
4 
Psych  Staff  Grade  Psychiatrist  F  GP5  General  Practitioner  F 
5 
COD  PROFESSION  sex  COD  PROFESSION  Se 
E  E  x 
CPN  G  Grade  Community  Psychiatric  f  DN1  G  Grade  District  Nurse  F 
1  Nurse 
CPN  G  Grade  Community  Psychiatric  f  DN2  G  Grade  District  Nurse 
2  Nurse 
CPN  G  Grade  Community  Psychiatric  m  DN3  G  Grade  District  Nurse  F 
Nurse 
CPN  G  Grade  Community  Psychiatric  f  DN4  G  Grade  District  Nurse 
4  Nurse 
CPN  E  Grade  Community  Psychiatric  m  DN5  G  Grade  District  Nurse 
5  Nurse 
132 OD  PROFESSION  sex  COD  PROFESSION  Se 
E 
I 
E 
Ix 
NI-11  Nursing  Home  Manager  F  Resl  Residential  Home  F 
Manager 
N112  Nursing  Home  Manager  F  Res2  Residential  Home  F 
Manager 
N113  Nursing  Home  Owner  F  Res3  Residential  Home  F 
Manager 
NI-14  Ward  Manager  F  Res4  Residential  Home  F 
Manager 
NI-15  Ward  Manager  M  Res5  Residential  Home  F 
Owner 
CODE  FPROFESSION 
sex  CODE  PROFESSION  Sex 
Voll  Vo] Voluntary  Sector  Community  and  F  swl  Senior  Social  Worker  F 
Day  Care  Manager 
Vo12  Voluntary  Sector  Community  and  M  SW2  Senior  Social  Worker  M 
Day  Care  Manager 
Vo13  Voluntary  Sector  Community  M  SW3  Care  Manager  M 
Care  Manager 
VoU  Voluntary  Sector  Community  F  SW4  Social  Work  Assistant  F 
Care  Manager 
Vo15  Voluntary  Sector  Dementia  M  SW5  Social  Work  Assistant  F 
Outreach  Care  Manager 
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From  the  outset  the  researcher  was  aware  of  two  potential  flaws  to  avoid  whilst  analysing 
the  data.  Firstly,  that  he  should  avoid  adopting  a  'neo-positive'  approach  to  quantify 
qualitative  research  (Richards  and  Richards,  1993).  Secondly,  that  he  should  avoid 
'anecdotalism'  when  reporting  his  findings  (Silverman,  2000;  Trinder,  1996).  According 
to  Trinder: 
"It  requires  careful  and  comprehensive  analysis  of  the  data  generating  categories 
and  building  up  the  analysis  ftom  the  bottom.  Without  that  effort  and 
understanding  there  is  a  temptation  to  under  analyse  and  'cherry  pick'  data,  by 
selecting  dramatic  and  interesting  quotations  and  capturing  superficial 
understandings"  (Trinder,  1996:  242). 
To  combat  'anecdotalism'  Silverman  (2000:  188)  discusses  five  ways  of  thinking 
critically  about  qualitative  data  analysis  in  order  to  strengthen  the  findings.  These 
include;  the  refutability  principle,  the  constant  comparative  method,  comprehensive  data 
treatment,  deviant  case  analysis  and  using  appropriate  tabulations.  By  adopting  these 
principles  the  researcher  was  able  to  conduct  a  critical  investigation  of  all  the  data.  With 
regards  to  tabulation,  tables  were  only  used  to  report  findings  from  the  questionnaire. 
Concerning  the  data  from  the  interviews,  the  researcher  at  times  used  simple  counting 
techniques  to  survey  the  whole  corpus  of  data  to  highlight  general  areas  of  agreement  and 
patterns  that  emerged.  For  example,  chapter  nine  highlights  that  the  'vast  majority'  of 
professional  participants  did  not  believe  that  behavioural  changes  could  be  perceived  as 
changes  in  values,  with  only  'two'  out  of  the  'forty'  respondents  believing  it  could  be 
viewed  this  way.  It  was  hoped  that  this  way  of  reporting  would  convey  to  the  reader  the 
strength  of  feeling  amongst  participants,  and  thus  not  to  quantify  the  findings. 
As  highlighted  in  this  chapter,  all  the  interviews  were  tape  recorded,  transcribed  by  the 
researcher  and  the  management  of  the  data  was  facilitated  by  the  use  of  NUDIST,  a 
software  package  designed  to  assist  in  the  analysis  of  text  based  data.  The  researcher 
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programme.  It  is  noteworthy  that  whilst  NUDIST  can  assist  the  researcher  to  manage  the 
data  it  does  not  analyse  the  data.  Often  the  researcher  preferred  to  listen  to  the  tapes 
repeatedly  whilst  reading  the  transcribed  interviews,  referring  to  his  diary  and  taking 
notes.  This  assisted  him  to  get  a  better  'feel'  for  contexts  and  themes  from  the 
discussions.  This  was  more  prevalent  for  the  participants  with  dementia  and  their  carers, 
where  often  the  silences,  moments  of  hesitance,  flow  of  conversation  and  one  word 
answers  had  as  much  meaning  in  'telling  the  story',  as  the  transcribed  comments. 
Moreover,  by  referring  to  his  notes  from  the  interviews  the  researcher  was  able  to  recall 
the  general  feel  that  he  got  from  the  interviewees  through  their  non  verbal 
communication  and  demeanour.  Similarly,  Silverman  states: 
""en  people's  activities  are  tape  recorded  and  transcribed  the  reliability  of  the 
interpretation  may  be  gravely  weekend  by  afailure  to  transcribe  apparently  trivial, 
but  often  crucialpauses  and  overlaps"  (2000:  187). 
NUDIST  also  allows  for  memos  and  comments  to  be  added  to  the  transcripts  throughout 
the  process.  Although  this  was  useful,  the  researcher  often  printed  off  the  transcriptions 
and  thereafter  took  notes;  colour  coded  and  highlighted  emerging  themes  and  unique 
responses. 
To  analyse  the  data,  two  'projects'  were  created  on  NUDIST;  one  to  manage  the  data 
from  the  people  with  dementia  and  their  carers,  and  the  other  for  the  forty  professional 
interviews.  Initially,  broad  categories  were  coded.  As  highlighted  in  section  4.2.3, 
although  the  interviews  in  both  stages  could  be  classified  as  'semi  structured',  stage  two 
interviews  were  more  structured  than  stage  one  interviews  and  therefore  initial  categories 
were  easier  to  create  sequentially  from  the  data.  However,  stage  one  interviews  was  less 
structured,  requiring  more  in-depth  surveying. 
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theory)  others  challenge  this  believing  that  'prior  theory'  is  encapsulated  in  'starter 
codes'  (Richards  and  Richards,  1993;  Strauss,  1987).  As  further  codes  are  developed 
they  are  kept  in  orderly  lists  and  the  search  for  unifying  categories  is  done  by  'pattern 
coding'.  Ultimately  any  emerging  pattern  can  be  tested  by  all  instances  that  fit  that 
theory.  Although  both  approaches  are  'not  incompatible'  (Richards  and  Richards, 
1993:  44),  this  research  drew  more  on  the  latter  approach. 
For  stage  one  initial  categories  or  'starter  codes'  included:  thoughts  and  feelings 
regarding  the  diagnosis;  knowledge  of  prognosis,  planning  the  future;  independence  and 
safety;  family  relationships;  expressing  values;  end  of  life  decision;  thoughts  regarding 
the  Values  History  and  discrepancies  between  person  with  dementia  and  their  carer. 
Initial  categories  for  stage  two  included;  participants  thoughts  regarding  whether  values 
change  throughout  life,  older  age  and  with  dementia,  general  comments  regarding  Values 
Histories,  issues  around  sharing  the  diagnosis,  discussing  the  future,  findings  from  the 
vignettes  (medical,  appearance,  risk,  spiritual  and  end  of  life  decision)  and  family  and 
relations. 
Thereafter,  'trees'  and  'nodes'  were  created  as  the  researcher  analysed  and  broke  down 
the  data.  Categories,  codes  and  nodes  were  compared  and  merged.  New  nodes  (or 
pattern  codes)  were  developed  as  new  themes  emerged.  For  example,  stage  two 
responses  to  the  four  vignettes  were  initially  broken  down  into  'positive',  'negative'  and 
6unsure'  responses  for  each  stage  of  the  vignettes.  Thereafter,  their  reasons  for  positive 
or  negative  responses  could  be  broken  down  further  and  themes  developed,  such  as 
Values  Histories  putting  'pressure  on  families'  from  'negative  responses'  and  'hearing 
the  voice  of  the  person'  from  positive  responses.  This  allowed  for  comparisons  within 
each  individual's  interview,  regarding  whether  or  not  they  would  abide  by  infon-nation  in 
the  Values  History  for  one  vignette  but  not  another.  It  also  allowed  for  interdisciplinary 
comparisons  and  comparisons  between  vignettes. 
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five,  namely,  that  knowing  the  diagnosis  does  not  necessarily  mean  understanding  it.  It 
also  showed  that  whilst  some  participants  with  dementia  did  not  want  information,  some 
used  the  opportunity  to  seek  more  knowledge  and  discuss  their  concerns.  This  theme 
initially  became  apparent  to  the  researcher  whilst  conducting  the  first  few  interviews.  As 
the  research  progressed  he  attempted  to  draw  the  remaining  participants  out  more 
regarding  their  understanding  of  the  condition  and  prognosis.  During  the  analysis  stage 
he  was  able  to  compare  comments  from  within  each  individual's  own  responses  to 
ascertain  their  level  of  knowledge  and  whether  they  sought  more  information.  He  was 
also  able  to  compare  their  carers'  understanding  about  the  person  with  dementia's  level 
of  knowledge.  This  highlighted  a  general  trend  among  several  carers  to  protect  the 
individuals  from  potentially  bad  news.  It  also  highlighted  a  unique  case  whereby  the 
person  with  dementia's  carer  was  particularly  open  with  the  person,  resulting  in  the 
person  with  dementia  having  high  level  of  knowledge  about  the  condition  and  potential 
for  the  future. 
Given  that  the  theme  emerged  during  the  interview  stage  of  the  study  (resulting  in  the 
researcher  adopting  a  more  open  style  of  interviewing)  he  was  also  able  to  compare  the 
comments  of  those  that  he  interviewed  earlier  on  in  the  study  with  those  towards  the  end. 
Additionally  he  was  able  to  compare  his  own  interview  techniques  and  wording  of 
questions  from  earlier  interviews.  This  showed  clearly  that  some  participants  used  the 
opportunity  to  ask  questions  and  gain  more  information  about  dementia.  Furthermore, 
the  researcher  was  able  to  further  develop  the  theme  by  exploring  the  data  from  the 
professional  interviews,  which  indicated  that,  although  the  majority  share  the  diagnosis 
with  people  with  dementia,  few  gave  more  information  about  the  condition  unless 
specifically  asked. 
Initially  the  researcher  envisaged  that  the  findings  from  stage  one  and  two  would  be 
analysed  and  written  separately,  however,  as  the  aforementioned  example  highlights,  it 
was  beneficial  to  compare  data  from  professional  interviews  (  stage  2)  with  the  people 
with  dementia  and  their  carers  (stage  1)  and  examine  where  the  different  data  intersected. 
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different  ways  of  looking  at  it  or  different  findings'  (2000:  177).  The  findings  are 
therefore  discussed  thematically  from  chapter  five  to  nine. 
Chapter  ten  is  slightly  different,  in  that,  it  encompasses  the  views  of  the  researcher.  As 
highlighted  at  the  beginning  of  this  chapter,  the  researcher  was  also  a  practitioner  and 
was  aware  that  some  of  the  challenges  interviewing  the  people  with  dementia  could  also 
be  faced  by  practitioners  when  assisting  individuals  complete  their  Values  Histories. 
Therefore,  this  collaborative  approach  of  interaction,  built  up  over  several  interviews, 
required  a  degree  of  reflexivity  by  the  researcher  (Jankowski,  Clark  and  Ivey,  2000)  and 
should  be  viewed  this  way  rather  than  'findings'.  As  previously  stated,  the  researcher 
kept  a  dairy  and  recorded  his  thoughts  after  the  interviews,  more  so,  with  participants 
with  dementia  and  their  carers.  With  assistance  from  his  supervisor,  which  he  found 
invaluable,  he  was  able  to  discuss  his  thoughts  and  explore  themes  that  were  specifically 
related  to  the  research  as  opposed  to  his  practice.  He  found  this  particularly  beneficial 
when  discussing  his  prior  knowledge  of  some  of  the  participants,  his  own  biases  and 
values.  For  this  reason  it  is  included  in  the  research,  based  on  a  'pragmatic'  or  practical 
outcome  for  the  research. 
Chapter  ten  also  discusses  the  how  'practical'  the  professionals  within  the  study  found 
the  Values  History.  As  highlighted  in  Section  4.2.5,  questionnaires  were  given  to 
professional  interviewees  at  the  conclusion  of  their  interviews.  Twenty-eight  out  of  a 
total  of  forty  interviewees  returned  their  questionnaires  (70%).  The  first  two  questions  on 
the  questionnaire  used  ordered  rating  scales  and  the  third  a  numeric  scale  (Moore  and 
McCabe,  1998;  Henerson  et  al.,  1987).  With  regards  to  the  ordered  rating  scales,  the  data 
for  each  professional  group  was  totalled  allowing  for  comparisons  across  professional 
groups  and  presented  as  tables  (I  and  2)  in  chapter  10.  Similarly,  for  the  numeric  rating 
scale,  scores  were  totalled  and  presented  in  a  table  according  to  professional  groups 
(Table  3).  Thereafter,  the  range  and  average  (mean)  for  the  twenty-eight  participants  was 
calculated.  As  indicated  throughout  this  research,  questionnaires  were  used  to  add 
strength  and  to  'yield  summary'  to  the  respondents  interviews  (Cheetham  et  al.,  1992:  41). 
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comments  in  the  questionnaires  and  individual  interviews. 
4.9  Summary 
In  summary  this  chapter  has  described  the  process  of  how  the  research  was  conducted.  In 
total  I  10  interviews  were  conducted,  plus  three  focus  groups.  Although  the  design  of  the 
study  was  effective  to  answer  the  research  questions  there  were  some  aspects  which  the 
researcher  would  change.  For  example,  prior  to  the  study  commencing,  the  researcher 
felt  obliged  to  compile  a  rigid  inclusion  and  exclusion  criteria  for  ethical  approval.  He 
therefore  chose  the  MMSE  and  insight  rating  scales  which  are  both  established  measures. 
However,  in  reality  he  could  have  asked  colleagues  to  refer  people  from  their  caseloads 
who  were  aware  of  their  diagnosis  and  able  to  discuss  the  illness.  Moreover,  a  sixth 
interview  would  have  been  useful  for  several  participants  to  allow  them  to  digest  the 
material  and  make  further  changes  to  the  documents.  It  should  be  noted  that  there  are 
other  aspects  which  the  researcher  would  have  changed  in  the  methodology,  but  these  are 
more  directly  related  to  the  writing  of  the  Values  Histories  rather  than  the  research 
process  and  will  be  discussed  further  in  chapter  10. 
With  regards  to  the  twelve  interviews  with  people  with  dementia  the  researcher  found 
this  to  be  about  the  right  number  to  answer  the  research  questions.  The  amount  was  large 
enough  to  allow  themes  to  be  developed,  but  small  enough  to  be  manageable,  allowing 
them  to  be  interviewed  several  times.  Whilst  several  studies  have  been  conducted  by 
interviewing  fewer  participants  (Smallwood,  1997;  Husband,  1996;  Sperlinger  and 
McAuslane,  1994),  each  interview  was  unique  and  brought  different  perspectives  to  the 
research,  which  would  have  been  missed  with  a  smaller  study.  For  example,  Marie's  non 
mainstream  religious  values  allowed  the  researcher  to  develop  a  vignette  based  on  her 
feelings  about  Christmas.  Also  relationship  problems  within  two  couples  allowed  the 
theme  of  honesty  to  be  developed.  Moreover,  it  could  be  argued  that  other  themes  might 
have  emerged  by  interviewing  more  people. 
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participants  thinking  about  some  of  the  issues  in  relation  to  Values  Histories.  They  also 
were  effective  in  promoting  discussion,  encouraging  many  to  relate  personal  experiences. 
It  is  interesting  to  note  that  some  participants  who  were  initially  very  positive  about 
Values  Histories  expressed  some  doubts  towards  the  end  of  the  interview,  whereas  others 
who  were  unsure  of  their  purpose  became  very  enthusiastic.  This  is  further  explored  in 
chapter  10.  However,  from  a  methodological  perspective  this  indicates  that  the  vignettes 
fulfilled  their  purpose  by  encouraging  participants  to  think  more  deeply  about  the  Values 
Histories  than  they  would  otherwise. 
The  main  area  which  the  researcher  would  change  in  the  design  of  the  research  is  the 
questionnaire  which  he  asked  professional  participants  to  complete.  Whilst  the  first 
three  questions  were  useful,  the  research  is  qualitative  and  the  comments  from 
participants  added  depth  to  their  questionnaire  responses.  It  also  became  apparent 
throughout  the  research  that  the  checklist  of  possible  professionals  who  could  complete  a 
Values  History  was  more  complicated  than  ticking  boxes. 
The  following  six  chapters  discuss  the  main  themes  from  the  research  beginning  with  the 
theme  of  'sharing  the  diagnosis  and  discussing  the  future  with  people  with  dementia'. 
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Sharing  the  diagnosis  and  discussing  the  future  with  people  with  dementia 
5.1  Introduction 
5.2  Sharing  the  diagnosis-  the  perceptions  of  professional  participants 
5.3  Who  should  share  the  diagnosis? 
5.4  Sharing  the  diagnosis-  the  perceptions  of  participants  with  dementia 
5.5  Sharing  the  diagnosis-  the  perceptions  of  carers. 
5.6  Dilemma-  a  relative  asks  for  the  diagnosis  not  to  be  shared  with  the  person 
with  dementia. 
5.7  Medication  for  dementia-  a  way  to  open  up  dialogue? 
5.8  Discussing  the  future-  the  perspectives  of  the  professionals 
5.9  Discussing  the  prognosis  with  people  with  dementia 
5.10  Discussing  future  care  with  people  with  dementia. 
5.11  Summary 
5.1  Introduction 
As  highlighted  in  chapter  two,  one  of  the  perceived  benefits  of  disclosing  diagnosis  is  to 
give  people  with  dementia  the  opportunity  to  plan  for  the  future  (Lingard,  2002; 
Drickamer  and  Lachs,  1992).  Although  'planning  for  the  future'  is  established  as  one  of 
the  main  benefits  to  encourage  practitioners  to  share  the  diagnosis  with  people  with 
dementia,  the  literature  review  shows  very  little  in  relation  to  how  people  with  dementia 
feel  about  its  affects  and  in  particular  how  they  feel  about  the  future.  The  purpose  of  this 
chapter  is  therefore  not  only  to  explore  issues  around  disclosure  from  the  perspectives  of 
people  with  dementia,  their  carers  and  professionals,  but  also  to  look  beyond  the 
diagnosis  and  explore  how  appropriate  it  is  to  look  to  the  future  when  many  of  those 
diagnosed  will  not,  in  fact,  reach  the  terminal  stages  of  the  illness.  The  chapter  begins 
by  exploring  how  professionals  share  the  diagnosis  with  people  with  dementia.  It  should 
be  noted  that  professional  participants  had  varying  degrees  of  experience  working  with 
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level  of  knowledge  and  experience. 
5.2  Sharing  the  diagnosis  -the  perceptions  of  the  professional  participants 
For  the  main  part  GPs,  psychiatrists,  CPNs  and  social  workers  were  more  likely  to 
diagnose  and/or  offer  post  diagnosis  support  to  people  with  dementia  and  therefore  the 
questions  were  more  detailed  than  with  the  other  professional  participants.  Participants 
in  residential  and  nursing  homes  had  limited  contact  with  people  in  the  early  stages  of  the 
illness  and  questions  were  put  to  them  from  a  theoretical  point  of  view.  Professional  staff 
in  the  voluntary  sector  could  not  be  categorised  so  easily  as  their  client  groups  varied  and 
the  ethos  of  their  organisations  differed.  i.  e.  one  organisation  was  an  advocacy  project 
which  offered  support  to  people  in  the  early  stages  of  dementia  and  was  therefore  heavily 
involved  in  offering  support  to  people  newly  diagnosed,  whereas  three  other  voluntary 
groups  saw  their  role  as  offering  support  to  carers.  The  fifth  offered  support  to  elderly 
people  in  general.  District  nurses,  whilst  having  high  levels  of  people  with  dementia  on 
their  case  loads,  did  not  see  their  role  as  offering  support  or  counselling  to  people  with 
dementia. 
The  general  feeling  amongst  the  forty  professional  participants  was  that  the  diagnosis 
should  be  shared  with  the  people  with  dementia.  In  fact,  no-one  interviewed  felt  that  the 
diagnosis  should  be  kept  from  the  person.  Several  staff  mentioned  that  individuals  with 
dementia  had  'a  right  to  know'  their  diagnosis  and  there  was  a  general  recognition  that 
there  had  been  a  change  in  culture  over  the  past  ten  years  or  so  with  staff  being  more 
open  with  people  with  dementia,  infon-ning  them  of  the  diagnosis.  One  psychiatrist  who 
recognised  this  change  in  attitude  stated: 
"I  say  there's  a  whole  cultural  change  in  our  handling  of  dementia.  We're  more 
open  now.  "  (Psych3) 
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views  and  indicated  that  knowing  the  diagnosis  would  allow  people  with  dementia  to 
make  plans  for  the  future.  She  stated: 
"I  would  say  being  open  gives  them  the  chance  to  make  arrangements...  sort  out 
their  belongings 
...  theirfinances  or  even  theirfuneral.  There  might  be  things  they 
want  to  discuss  with  theirfamilies  while  they  still  can.  "  (NH  1) 
This  also  reflected  the  opinions  of  some  authors  who  opined  that  sharing  the  diagnosis 
with  people  with  dementia  allowed  them  the  opportunity  to  make  plans  for  the  future  and 
resolve  family  conflicts  or  personal  matters  (Lingard,  2002;  Mason  and  Wilkinson,  2002; 
Meyers,  1997).  This  is  explored  further  in  section  5.10. 
Although  there  was  a  general  agreement  that  people  should  know  their  diagnosis,  there 
were  variations  in  the  strength  of  feelings  expressed  by  professionals.  The  majority  of 
professionals  who  had  practical  experience  of  working  with  people  in  the  early  stages 
expressed  stronger  feelings  that  the  diagnosis  should  be  shared  with  people  with 
dementia.  The  following  two  quotations  highlight  this  viewpoint: 
"Ifeel  it's  extremely  importantfor  people  to  be  told.  They  have  a  right  to  know 
....  to 
get  their  affairs  in  order  and  adopt  certain  strategies  to  cope  with  it.  In  my 
experience,  over  the  years,  those  who  are  told  their  diagnosis  earlier  are  easier  to 
work  with.  Yhey  accept  services  and  develop  strategies  for  when  the  bad  days 
come.  "  (Vol  1) 
"I  would  say  everyone  has  a  right  to  know  and  what  they  choose  to  do  with  that 
information  is  up  to  them.  Ythey  don't  want  to  discuss  it  again  that's  up  to  them, 
but  they  have  a  right  to  know  the  diagnosis.  "  (GP5) 
Interestingly  both  comments  use  the  phrase  'right  to  know',  which  was  a  phrase  used  by 
many  participants.  Indeed,  this  underlines  the  key  arguments  from  dementia  advocacy 
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Husband,  1996).  The  first  comment  alludes  to  empowering  the  person  with  dementia,  by 
giving  them  the  opportunity  to  make  plans  for  the  future,  whereas  the  second  indicates 
that,  whether  or  not  people  with  dementia  choose  to  act  upon  the  information,  it  is  a  basic 
'right'  for  them  to  be  informed. 
Some  staff  in  residential  and  nursing  homes  (who  were  less  likely  to  have  worked  with 
people  in  the  early  stages  of  the  illness)  were  not  aware  that  people  would  be  able  to 
comprehend  the  diagnoses.  Some  claimed  they  had  never  known  anyone  in  the  early 
stages  of  the  illness,  not  having  been  in  the  position  to  discuss  it  with  them.  Some 
claimed  to  be  'intrigued'  and  'surprised'  by  the  awareness  and  insight  expressed  by  the 
people  with  dementia  in  their  Values  Histories  and  some  asked  if  they  were  'normal'  and 
if  the  diagnosis  was  shared  regularly.  One  residential  home  owner  stated: 
"I  was  surprised  that  both  people  knew  that  they  had  dementia.  I  haven't 
experienced  that.  By  the  time  they  come  in  here  theyforget  that  they  have  an  illness 
or  the  word  Alzheimer's  doesn't  mean  anything  to  them.  "  (Resl) 
This  view  was  echoed  by  most  staff  working  in  residential  care  and  nursing  homes,  with 
the  exception  of  some  who  had  known  relatives  who  had  suffered  from  dementia  and 
been  aware  of  their  illness  from  the  early  stages.  Only  two  members  of  staff  could  recall 
people  with  dementia  who  could  openly  discuss  their  diagnosis  whilst  in  care.  Indeed, 
one  ward  sister  could  only  remember  'about  three  people'  in  her  thirty  year  nursing 
career  and  a  residential  care  home  manager  could  recall  only  one  person. 
This  section  clarified  that  professionals  in  the  study  felt  that  people  with  dementia  should 
be  informed  of  their  diagnosis.  The  remainder  of  the  chapter  explores  the  practicalities  of 
sharing  the  diagnosis  and  discussing  the  future  with  people  with  dementia  beginning  with 
who  the  professionals  felt  should  share  the  diagnosis  in  the  first  instance. 
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The  vast  majority  of  participants  felt  that  the  diagnosis  should  be  shared  in  the  first 
instance  by  a  medical  professional.  The  most  commonly  cited  reason  was  because  they 
considered  it  a  'medical'  condition.  One  comment  which  reflected  this  was: 
"In  medical  terms  ifyou  had  canceryou'd  expect  a  doctor  to  tellyou  so  it 
should  he  the  same  with  dementia  "  (Res3) 
This  comment  indicated  that  the  diagnosis  of  dementia  should  not  be  trivialised  or  treated 
differently  from  any  other  major  illness.  Interestingly,  many  other  participants  also 
related  sharing  the  diagnosis  of  dementia  to  that  of  cancer,  a  comparison  that  is  also 
reflected  in  the  wider  literature  (Evans,  1998;  Fearnley  et  al.,  1997;  Emmanuel  and  Kass, 
1993). 
In  general  GPs  and  psychiatrists  were  cited  as  the  most  appropriate  professionals  to  share 
the  diagnosis,  with  geriatricians  and  neurologists  also  mentioned  by  some  participants 
with  a  health  background.  All  GPs  referred  people  with  suspected  dementia  to 
psychiatrists  to  be  diagnosed  and  there  was  a  general  presumption  that  the  person  would 
receive  their  diagnosis  from  the  specialist.  According  to  one  GP: 
"Ithinktheperson  who  makes  the  diagnosis  should  be  the  one  to  tell  them.  "  (GPI) 
Some  thought  that  it  would  be  appropriate  for  CPNs  to  share  the  diagnosis  in  the  first 
instance  if  they  had  a  particularly  good  relationship  with  the  person,  but  the  general  trend 
was  that  it  should  be  medical  staff.  CPNs,  social  workers  and  specialised  counselling 
groups  were  seen  as  the  most  appropriate  groups  to  offer  support  once  the  diagnosis  had 
been  given.  Two  comments  included: 
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view  their  doctors  a  certain  way,  with  respect  and  accept  their  advice.  It's 
important  to  them.  "  (CPN  5) 
"I  think  the  doctor  in  thefirst  instance,  because  it's  bad  news  and  I  would  hope  that 
the  CPN  is  there  to  give  support  and  be  theirfriend  and  give  them  support  along  the 
way  ....  not  the  bearer  ofthe  bad  news.  "  (GP4) 
These  comments  therefore  indicate  that  medical  staff  would  not  necessarily  have  the  time 
or  be  in  a  position  to  offer  counselling  or  support  to  the  person  post  diagnosis,  but  would 
be  expected  by  professionals,  and  possibly  people  with  dementia,  to  share  the  diagnosis 
with  people  with  dementia  in  the  first  instance.  Given  that  GPs  and  psychiatrists  were 
seen  by  the  majority  of  respondents  to  share  the  diagnosis  with  people  with  dementia, 
medical  staff  were  asked  if  they  did  this  regularly.  All  reported  that  they  would  inform 
the  person  with  dementia  if  they  were  asked  by  them.  However,  there  was  a  tendency  for 
the  GPs  not  to  actively  tell  the  person  unless  asked  outright  what  was  wrong  with  them. 
According  to  one  GP: 
"I  don't  routinely  share  the  diagnosis,  but  if  they  asked  I  would  tell  them  the  truth. 
I  wouldn't  lie  to  them.  If  they  said  the  word  dementia  then  that's  fine,  but  I 
wouldn't  necessarily  want  to.  It  is  after  all  a  devastating  diagnosis  andperhaps  one 
of  the  most  difficult  to  give.  "  (GP  3) 
Similarly,  another  GP  stated: 
"Very  few  times  have  I  sat  someone  in  front  of  me  and  told  them  that  they  have  a 
dementing  illness.  Perhaps  it  often  reflects  the  stage  that  they  are  at  in  their 
illness.  "  (GP  I) 
Two  out  of  the  five  GPs  reported  that  they  had  never  shared  the  diagnosis  of  dementia 
with  a  patient.  One  however  had  only  been  practicing  as  a  GP  for  about  a  year  and  stated 
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contrast,  the  other  GP  who  had  15  years  experience  stated: 
"That's  interesting,  because  I've  never  told  a  person  in  a  consultation  that  they 
have  dementia.  Anyone  you  suspect  has  dementia  you  would  send  to  a  specialist. 
A  ctually  I  couldn't  tell  you  if  they're  told  if  they  have  dementia  or  not.  "  (G  P  2) 
Similarly,  Downs  et  al's  (2002)  study  examining  attitudes  of  GPs  towards  sharing  the 
diagnosis  in  Scotland,  reported  that  a  large  proportion  of  GPs  avoided  using  medical 
terminology  with  people  with  dementia,  tending  to  'normalize'  their  experience.  Others 
also  opine  that  much  work  is  needed  to  encourage  GPs  to  be  more  proactive  regarding 
disclosure  of  diagnosis  (Wilkinson  et  al.,  2002;  Lingard,  2002;  Fortinsky  et  al.,  1995). 
The  only  GP  who  routinely  shared  the  diagnosis  had  previously  consulted  in  a  memory 
clinic,  and  tended  to  be  proactive  about  giving  a  diagnosis,  having  a  belief  in  opening  up 
a  dialogue  with  the  person  from  the  onset  of  the  illness.  He  stated: 
"More  often  now  you  would  tell  a  patient  with  a  malignant  disease  why  you're 
sending  themfor  tests.  It's  the  same  with  dementia.  Ifyou're  sending  them  to  see 
a  psychiatrist  it's  not  to  get  their  teeth  brushed!  You  tell  them  the  issues  and  why 
you  are  sending  them  there.  "  (GP5) 
Again,  this  GP,  like  many  other  professionals,  compared  sharing  the  diagnosis  of 
dementia  to  other  'malignant'  diseases.  Interestingly,  he  appeared  to  be  preparing  the 
people  with  dementia  for  the  diagnosis  by  telling  them  the  reasons  why  he  was  sending 
them  to  see  a  specialist,  the  inference  being  that  they  would  have  some  advance  warning 
and  it  would  not  come  as  a  shock  to  the  person.  It  is  noteworthy  that  whilst  several 
authors  discuss  the  benefits  of  post  diagnosis  counselling  and  support,  few  discuss  pre 
diagnosis  counselling. 
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person.  This  reflected  a  significant  cultural  change  in  practice  over  the  past  few  years. 
One  consultant  psychiatrist  reported: 
"I've  heen  a  consultant  for  Av  years  and  hack  then  we  never  really  told  someone 
unless  specifically  asked  and  even  then  you'd  he  a  wee  hit  wary.  NowIthinkpeople 
have  the  right  to  know  and  always  tell  them.  It's  a  whole  cultural  change  in 
dementia  andpeople  have  a  greater  awareness  than  they  used  to.  "  (Psych  3) 
This  comment  indicates  a  change  in  attitude  regarding  sharing  the  diagnosis  among 
psychiatrists,  which  is  similarly  reported  by  other  authors  (Pinner  and  Bournan,  2003; 
Warner,  2003;  Philips  and  O'Brien,  2002).  Again  the  phrase  'right  to  know'  was  used  by 
this  psychiatrist. 
Psychiatrists  had  adopted  their  own  styles  for  informing  the  person  of  the  diagnosis,  some 
being  very  open  from  the  beginning  before  they  sent  the  person  for  tests  and  others 
waiting  until  there  was  a  definite  diagnosis.  Two  different  approaches  were  highlighted 
in  the  following  responses: 
"If  I  was  reasonably  sure  of  the  diagnosis  I  would  say  yes,  in  fact  if  I  was  pretty 
sure  then  I  would  tell  them.  If  the  diagnosis  was  only  a  probability  I  would  not  say 
'this  ispossibly  Alzheimer's'  unless  they  asked  me.  "  (Psych5) 
"You  make  sure  that  they  understand  why  they  are  there  to  see  you...  'Do  you 
wonder  what  might  be  wrong  with  you?  Have  you  heard  of  Alzheimer's 
disease?  ...  even  before  you  have  done  any  tests.  If  they  say  they  wouldn't  want  to 
know  at  least  you've  asked  them.  It's  important  to  get  that  right.  I  think  most 
people  want  to  know.  "  (Psych4) 
One  ward  sister  reported  that  she  had  never  known  any  of  the  consultant  geriatricians  to 
share  the  diagnosis.  She  felt  it  would  'make  it  easier  for  nursing  staff'  if  the  consultants 
148 did  share  it  as  people  would  be  able  to  come  to  terms  with  it  and  make  plans  for  the 
future.  The  sister,  who  had  a  career  spanning  thirty  years  in  nursing  stated: 
"I  think  I've  only  known  about  2  or  3  people  whove  ever  known  their  diagnosis  or 
discussed  it  anyway.  I  don't  even  know  how  they  knew  or  if  they  were  told  by  a 
doctor.  "  (NH4) 
This  is  an  area  that  needs  further  research.  Whilst  there  have  been  several  British  studies 
regarding  the  attitudes  of  GPs  and  psychiatrists,  there  is  a  dearth  of  research  regarding 
geriatricians  in  the  UK  (Downs  et  aL,  2002;  Lindesay  et  al.,  2002;  Clafferty  et  al.,  1998). 
The  majority  of  nursing  and  residential  home  staff  had  never  discussed  the  diagnosis  with 
a  person  with  dementia.  The  reason  cited  was  usually  'the  stage'  they  were  at  in  their 
illness  or  being  too  confused  to  understand.  Two  comments  included: 
"We  don't  use  the  term  dementia  or  ask  if  they  know....  most  are  confused  ...  we 
avoid  the  subject  ...  it's  not  mentioned.  "  (Res5) 
""en  they  come  into  residential  care  theyforget  they  have  an  illness  or  the  word 
Alzheimer's  does  not  mean  anything  to  them.  "  (Res2) 
The  tendency  was  for  nursing  home  and  residential  staff  to  minimise  anxiety  for  the 
person,  not  wanting  to  upset  them,  often  trying  to  divert  the  person  from  talking  about  the 
illness.  Situations  where  the  diagnosis  had  been  shared  with  the  person  tended  to  be 
isolated.  However,  this  did  not  prevent  them  from  telling  a  person  they  had  'memory 
problems'  or  'the  brain  cells  are  not  working  properly  'and  trying  to  help  the  person  by 
having  calendars  or  note  books  for  example.  Some  expressed  surprise  that  people  in  the 
early  stages  knew  they  had  dementia  and  were  able  to  discuss  it. 
Social  workers  also  felt  that  people  with  dementia  were  referred  to  them  at  the  stage 
when  they  lacked  insight,  often  in  a  crisis  and  usually  provoked  by  carer  distress.  In 
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dementia  if  the  family  or  person  did.  As  one  social  worker  explained: 
"I  try  to  take  the  leadfrom  the  family  as  to  how  the  older  person  is  about  it  ...  and 
what  their  attitude  is  would  often  determine  how  Ispoke  about  the  illness.  "  (SW3) 
Although  they  would  not  initiate  discussions  regarding  the  diagnosis  with  the  person, 
they  would  try  to  find  out  from  the  person  the  level  of  knowledge  that  they  had  about 
their  illness,  by  asking  leading  questions.  As  on  social  worker  described: 
"You  have  to  sound  the  person  out  to  see  how  much  they  know.  That's  something 
which  develops  with  experience  ...  perhaps  the  more  people  you've  been  out  to  see 
the  comfiler  you  are  with  it.  You  can  lead  a  person  along  until  they  are  actively 
discussing  the  illness  and  the  impact  on  their  life.  "  (SW5) 
Three  of  the  five  social  workers  felt  that  there  was  a  lack  of  information  from  health  staff 
and  those  making  referrals  regarding  whether  or  not  the  person  knew  about  their  illness. 
They  felt  that  it  would  make  it  easier  to  engage  with  the  people  with  dementia  as  they 
would  know  the  reason  for  the  referral  and  possibly  be  more  inclined  to  accept  services. 
One  comment  included: 
"I  wouldn't  know  for  the  majority  of  referrals  if  the  person  knows  if  they  have 
dementia...  they  don't  stipulate  it  if  the  person  knows  their  diagnosis  ...  it  makes  it 
difJI'cult  because  you're  going  in  there  talking  about  services  and  why  they  need 
them  ... 
but  skipping  about  the  issue  ....  I  would  rather  be  upfront  and  honest 
...  tackle 
things  head  on,  but  in  a  sensitive  way  ....  sometimes  there  can  be  a  bit  of  conflict 
though  "  (SW3) 
Similarly,  district  nurses  would  only  use  the  term  dementia  if  the  family  or  person  used 
the  term.  Most  had  not  been  in  the  situation  where  they  had  discussed  the  illness  with  a 
person  with  dementia,  although  two  drew  on  their  personal  experiences  within  their 
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with  others  if  required.  One  stated  that  she  would  not  discuss  the  diagnosis  with  people 
with  dementia  and  would  feel  'uncomfortable',  preferring  to  refer  to  a  specialised  service. 
All  district  nurses  drew  on  their  experiences  of  discussing  and  offering  support  to  cancer 
sufferers  and  people  with  terminal  illnesses.  According  to  one  district  nurse: 
"I've  never  had  to,  but  I'm  comfortable  with  it.  Years  ago  I  couldn't  handle 
someone  saying  to  me  'I'm  going  to  die'  but  I  think  it's  something  you  learn  to  deal 
with,  with  experience.  I'm  sure  it's  the  same  like  heartfailure  its'  terminal  to  a 
certain  extent.  We're  allowed  to  talk  to  people  now  and  are  educated  to  be  more 
open  .... 
doctors  as  well.  "  (DN  5) 
All  participants  felt  that  carers  should  be  involved  in  the  initial  sharing  of  the  diagnosis 
with  the  people  with  dementia  to  a  greater  or  lesser  degree.  All  psychiatrists  stated  they 
would  prefer  a  relative  to  be  with  the  people  with  dementia  when  they  informed  them  of 
the  diagnosis,  partly  to  offer  support  at  the  time,  but  also  to  remind  the  person  of  the 
discussion  thereafter.  One  psychiatrist  who  highlighted  this  stated: 
"I  think  it  should  be  done  in  conjunction  with  the  person  who  is  the  closest  carer  or 
friend  because  they  might  be  the  one  who  will  have  to  pick  up  the  pieces  when  the 
person  goes  home.  "  (Psych2) 
Similarly,  much  of  the  literature  suggests  that  family  and  potential  carers  should  be 
involved  in  the  process  of  sharing  the  diagnosis  with  the  person  (Jacques  and  Jackson, 
2000;  Lovestone,  1998).  However,  it  is  also  noteworthy  that  it  should  not  always  be 
presumed  that  there  are  good  relations  within  families  (Pratt,  2002).  This  theme  is  further 
explored  in  the  following  section.  Chapter  seven  also  explores  how  professionals 
encourage  people  with  dementia  to  appoint  a  representative  should  they  lose  capacity. 
151 5.4  Sharing  the  diagnosis  -  the  perceptions  of  participants  with  dementia 
This  section  explores  issues  around  receiving  a  diagnosis  from  the  perspectives  of  people 
with  dementia.  Initially  participants  were  asked  if  they  felt  they  should  have  been 
informed  of  their  diagnosis.  The  vast  majority  of  people  with  dementia  felt  that  it  was 
their  right  to  be  informed  of  the  diagnosis.  However,  although  some  had  forgotten  the 
circumstances  surrounding  this  time,  others  remembered  quite  clearly  or  had  a  vague 
recollection.  There  were  variations  in  their  strength  of  their  feelings  regarding  being  told. 
Some  felt  they  were  'glad'  indicating  that  there  was  a  sense  of  relief,  knowing  within 
themselves  that  something  was  wrong  beforehand.  Examples  of  these  responses 
included: 
"Yes,  I'm  glad  I  know.  I  knew  myselfbefore  I  was  told.  I  think  it'sjust  one  of  my 
weaknesses.  Perhaps  it's  meant  to  be  although  I  still  can't  believe  it's  happened  to 
me.  "  (Marie) 
"I  knew  something  was  wrongfor  about  a  year  before  I  was  told.  I  think  it's  better 
to  know  than  to  wish  you  knew.  "  (Elizabeth) 
Others,  whilst  believing  it  was  better  that  the  diagnosis  was  shared  with  them,  did  not 
express  any  strong  feelings  about  receiving  it,  often  not  expanding  on  their  responses. 
Only  two  people  stated  that  they  would  rather  not  have  been  told.  One  participant  stated 
she  was  a  'coward'  and  'hated  bad  news'  and  another  participant  stated  that  he  doubted 
the  diagnosis  and  felt  he  had  been  'stigmatised'  and  'hated  the  word  dementia'. 
However,  he  acknowledged  that  'if'  he  had  dementia  then  it  was  'probably'  better  that  he 
knew  and  the  diagnosis  should  not  be  kept  from  him.  Similarly,  Wilkinson  et  al  (2002) 
reported  that  even  those  participants  within  their  study  who  felt  depressed  after  hearing 
their  diagnosis  still  felt  it  was  right  that  they  were  informed. 
However,  it  should  be  acknowledged  that  only  those  people  with  dementia  who  had  been 
informed  of  their  diagnosis,  had  a  degree  of  insight  into  the  illness  and  a  willingness  to 
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small  sample  it  cannot  be  presumed  that  their  attitudes  are  representative  of  the  majority 
people  in  the  early  stages  of  the  illness.  This  is  a  possible  downfall  of  all  research  with 
people  with  dementia  as  selection  criteria  will  almost  inevitably  exclude  those  who  have 
minimal  insight  into  their  condition  or  refuse  to  engage  with  services.  Moreover,  the 
participants  were  selected  from  the  same  geographical  area,  the  majority  of  whom  had 
been  diagnosed  by  one  psychiatrist  who  claimed  to  be  open  about  sharing  the  diagnosis 
and  therefore  the  participants  were  more  likely  to  have  received  a  diagnosis. 
Only  one  of  the  twelve  people  with  dementia  (Helen)  interviewed  claimed  to  have  a 
negative  experience  of  receiving  the  diagnosis,  claiming  that  the  doctor  'blurted  it  out' 
and  never  gave  her  any  support  or  time  to  ask  questions.  Yet,  her  daughter  did  not  feel 
this  was  true  and  stated  that  the  doctor  informed  her  whilst  she  was  present  and  that  he 
explained  it  fully  and  tactfully  to  her  and  gave  her  information  leaflets  regarding 
Alzheimer's  disease.  It  was  therefore  difficult  to  ascertain  if  she  was  recalling  a  different 
situation  or  if  it  was  a  false  memory.  However,  it  should  be  noted  that  other  information 
during  the  interview  was  also  deemed  inaccurate  by  her  daughter. 
Although  all  participants  were  aware  of  their  diagnosis,  their  understanding  of  the 
condition  is  further  explored  in  section  5.10  of  this  chapter.  The  following  section 
explores  the  carers'  feeling  regarding  sharing  the  diagnosis  with  the  person  with 
dementia. 
5.5  Sharing  the  diagnosis  -  the  perceptions  of  carers 
All  the  carers  interviewed  felt  that  the  people  with  dementia  had  the  right  be  informed  of 
the  illness.  Some  however  admitted  a  degree  of  anxiety  beforehand  about  how  the  person 
would  react  to  the  news,  although  not  to  the  extent  that  the  person  should  not  know. 
Again  due  to  the  small  sample  and  selection  criteria  it  cannot  be  presumed  that  this  is  the 
case  with  all  carers. 
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diagnosis  when  they  were  informed,  whereas  others  felt  that  the  people  with  dementia 
understood  the  implications  of  diagnosis  quite  clearly.  Some  carers  had  chosen  not  to 
discuss  the  diagnosis  in  detail  after  it  was  given  to  the  person,  tending  to  use  terms  such 
as  'memory  problems',  whereas  at  the  other  end  of  the  spectrum  some  carers  had 
discussed  the  diagnosis  with  the  person  in  great  depth.  One  person  with  dementia 
(Sylvia),  who  appeared  to  have  a  very  high  level  of  insight  into  her  condition  and  was 
able  to  discuss  the  diagnosis  in  more  detail  than  any  of  the  other  participants,  had  in  fact 
been  educated  by  her  daughter-in-law.  Her  daughter-in-law  stated  that  initially  when 
Sylvia  was  given  the  diagnosis  she  did  not  understand  the  implications  of  it  and,  the 
diagnosis  did  not  have  any  great  impact.  She  doubted  whether  her  mother  in  law  would 
have  had  the  volition  to  find  out  any  information  about  it  had  she  not  been  proactive  in 
going  through  the  material  with  her.  She  stated: 
"Thefirst  port  of  callfor  me  was  the  library.  It  gave  me  a  depth  of  understanding. 
We  shared  the  information,  discussing  things  and  talking  over  the  problems.  I 
think  that's  why  she  understands  it  and  can  talk  about  it.  We  are  very  open  with 
her...  I  remind  her  about  it  when  sheforgets.  "  (Sylvia's  carer) 
Whilst  other  carers  had  a  high  level  of  understanding  of  dementia,  none  of  them  shared 
the  information  to  the  same  extent  with  the  individuals  as  Sylvia's  carer  did. 
Although  all  the  carers  in  the  study  felt  that  it  was  the  person  with  dementia's  right  to 
know  their  diagnosis,  some  literature  prior  to  2000  suggests  that  carers;  were  reticent 
about  the  people  with  dementia  being  informed  of  their  diagnosis  (Maguire  et  al.,  1996; 
Husband,  1996).  Upsetting  the  person,  depression  and  fear  of  the  people  with  dementia 
committing  suicide  are  reasons  cited  for  this  (Pinner  and  Bournan,  2003).  However,  this 
study  backs  up  more  recent  literature  that  suggests  that  this  trend  is  possibly  changing 
(Dautzenberg  et  al.,  2003;  Holroyd  et  al.,  2002).  The  following  section  explores  how 
professionals  would  deal  with  a  request  from  a  carer  not  to  inform  the  people  with 
dementia  of  their  diagnosis 
154 5.6  Dilemma  -a  relative  asks  that  diagnosis  is  not  shared  with  the  person  with 
dementia 
Participants  were  asked  to  imagine  that  they  had  received  a  phone  call  from  a  relative 
asking  them  not  to  share  the  diagnosis  with  them.  It  should  be  noted  that  for  medical  and 
nursing  staff,  and  to  a  lesser  extent  social  work  staff,  this  was  a  practical  situation  that 
they  could  come  across  (Pinner  and  Bournan,  2003).  However,  for  residential,  nursing 
home  and  some  voluntary  staff,  the  question  was  possibly  hypothetical  and  more  a  matter 
of  their  personal  opinions. 
In  general,  the  overwhelming  majority  of  staff  reported  that  they  'would  not  lie'  to  the 
person  newly  diagnosed  if  asked  by  a  relative  not  to  tell.  A  comment  which  reflected 
most  opinions  was: 
"I  would  say  'it's  not  ourprivilege  to  keep  the  truthfrom  the  patient.  I  will  bear  in 
mind  whatyou  said,  but  will  not  lie  i(given  a  straight  question.  "  (GP5) 
Only  two  of  the  forty  staff  interviewed  said  they  would  completely  go  along  with  the 
relative.  A  district  nurse  felt  that  the  person  with  dementia's  family  would  'know  the 
person  best'  and  the  other  professional,  who  was  a  voluntary  organisation  coordinator  for 
carers,  stated: 
"We  would  do  what  the  carer  wanted.  We  work  round  them.  No  we  wouldn't 
mention  it  ifthat's  what  they  wanted.  "  (Vol3) 
She  further  explained  that  her  role  was  to  protect  the  interests  of  carers  and  reduce  any 
stress  or  anxiety  they  were  experiencing  and  whilst  she  felt  that  from  the  people  with 
dementia's  point  of  view  it  would  be  better  they  knew  their  diagnosis,  she  would  go 
along  with  the  family's  wishes. 
155 Although  the  majority  of  professionals  stated  they  would  'not  lie'  or  'not  make  any 
promises'  to  the  relative  it  appeared  that  most  of  them  would  not  actively  pursue 
discussing  the  diagnosis  with  the  person  with  dementia.  It  appeared  that  most 
professionals  would  not  use  the  term  'dementia'  unless  they  were  specifically  asked  what 
the  diagnosis  was  or  the  subject  was  brought  up  by  the  people  with  dementia.  Typical 
comments  included 
"Iwouldgo  along  with  it  to  apoint,  unless  theperson  asked  directly.  "  (CPN4) 
"I  would  talk  around  the  subject  with  the  person.  "  (CPN  1) 
The  majority  of  professionals  stated  that  they  would  try  to  convince  the  carers  of  the 
advantages  of  being  open  with  the  people  with  dementia  and  use  it  as  an  opportunity  to 
discuss  the  carer's  anxieties  and  fears.  A  typical  comment  made  by  a  GP  was: 
"I  would  tell  them  that  I  understand  why  theyfeel  that  way  and  inform  them  that 
I'm  not  able  to  tells  lies  or  be  dishonest  with  the  patient.  It's  been  researched  and  if 
they  ask  it  means  they  already  know.  I  would  maybe  try  to  explore  why  theyfelt  that 
way.  "  (GP  4) 
Several  staff  highlighted  a  well  known  piece  of  research  which  found  that  although  many 
carers  try  to  protect  the  person  from  the  anxiety  of  knowing  their  diagnosis,  if  they  had 
dementia  they  would  want  to  know  (Maguire  et  al.,  1996).  As  one  social  worker  put  it 
"It's  not  good  enough  a  reason  to  say  they'd  he  upset.  Id  say  'why  do  they  think 
they're  going  through  all  these  tests?  '  I  would  put  then  in  the  situation  and  ask 
how  they'dfeel  if  it  was  withheldftom  them?  "  (SW2) 
Psychiatrists  were  least  likely  to  go  along  with  the  carers'  requests  not  to  inform  the 
people  with  dementia  and  the  majority  of  them  felt  they  had  a  duty  to  inform  the  person 
despite  the  carers'  wishes.  They  appeared  to  be  more  proactive  than  the  others 
156 interviewed  (including  GPs),  often  being  the  ones  to  diagnose  the  person  and  feeling  they 
had  an  obligation  to  let  the  person  know.  The  majority  of  psychiatrists  had  experienced 
such  situations.  Two  comments  which  alluded  to  this  were: 
"It's  quite  awkward.  "at  I  often  say  to  thefamilies  is  that  they  should  recognise  it 
is  their  problem  and  their  distress,  rather  than  the  person  themselves  and  that  it  is 
better  to  be  open  and  honest.  Sometimes  you  can  see  the  families  looking  aghast 
when  they  realise  you're  going  to  tell  the  person,  but  usually  the  person  who  has 
got  the  illness  accepts  the  news  relatively  well  and  it's  more  the  family's  anxiety. 
(Psych  1) 
"I  think  if  Mejamily  asked  you  there  would  need  to  be  very  strong  reasons  for  you 
not  to.  I  can't  think  ofany!  "  (Psych  3) 
However,  one  newly  qualified  psychiatrist  said  he  would  take  the  lead  from  the  family 
and  not  necessarily  use  the  term  dementia  or  Alzheimer's  disease.  Compared  to  the  other 
psychiatrists  he  was  less  vociferous  about  the  need  to  share  the  diagnosis  and  inform  the 
person.  He  stated: 
"I  would  certainly  listen  to  them  and  if  there  was  some  valid  reason  why  thefamily 
felt  the  person  could  not  deal  with  it.  Relatives  can  give  you  thatfeeling.  You  can 
give  them  the  information  telling  them  that  its  hardening  of  the  arteries  without 
using  the  term.  "  (Psych4) 
None  of  the  district  nurses  (in  their  professional  capacity)  had  discussed  the  diagnosis 
with  a  person  with  dementia,  but  felt  they  could  relate  the  question  to  people  with  cancer 
or  terminal  illnesses.  Most  had  been  in  situations  where  a  family  did  not  want  the  person 
to  know  about  their  illness.  Again  they  would  not  directly  go  against  the  family's  wishes 
by  telling  the  person,  but  would  'not  lie'  if  the  person  asked  them  outright  what  was 
wrong  with  them.  One  district  nurse  stated  that  'the  doctor  always  comes  first'  and 
would  refer  the  person  to  the  doctor  for  further  advice. 
157 Unprompted  by  the  interviewer,  approximately  a  quarter  of  professionals  interviewed 
compared  sharing  the  diagnosis  of  dementia  to  informing  a  person  that  they  had  cancer  or 
a  terminal  illness.  In  particular  some  of  the  'older'  and  more  experienced  professionals 
interviewed  recalled  times  when  people  with  cancer  were  often  not  told  their  diagnosis, 
whilst  their  family  and  friends  knew.  There  was  general  agreement  that  for  a  person  with 
cancer  not  to  be  told  their  diagnosis  in  present  times  would  be  'unacceptable'  and  that  the 
same  appeared  to  be  happening  with  dementia  sufferers.  As  previously  stated  in  section 
3.3,  'a  change  in  culture'  and  being  'more  open  with  people'  were  reasons  given  for  this. 
According  to  one  psychiatrist: 
"I've  come  in  a  time  when  it's  more  likely  to  share  the  diagnosis  no  matter  if  it's 
cancer  or  dementia.  I  think  there  is  a  move  towards  sharing  information  with 
people  in  general.  "  (Psych  5) 
As  well  as  the  'right  to  know'  movement  (Feamley  et  al.,  1997)  the  evidence  within  the 
literature  seems  to  indicate  that  medication  for  Alzheimer's  disease  has  resulted  in 
professionals  being  more  open  with  people  with  dementia  and  possibly  encourage 
medical  staff  in  particular  to  be  more  proactive  in  sharing  the  diagnosis  (Passmore  and 
Craig,  2004;  Warner,  2003;  Philips  and  O'Brien,  2002;  Jha  et  al.,  2001;  Gilliard  and 
Hughes,  1998).  The  next  section  explores  this  concept  further. 
5.7  Medication  for  dementia-  a  way  to  open  up  dialogue? 
All  those  involved  in  prescribing  and  administering  medication  for  Alzheimer's  disease 
(GPs,  psychiatrists  and  CPNs)  were  asked  if  they  felt  that  the  inception  of  cognitive 
enhancers  had  made  them  (or  in  theory  should  make  them)  more  proactive  about  sharing 
and  discussing  the  diagnosis.  The  overwhelming  majority  of  them  reported  that  it  had. 
Two  comments  included: 
158 "Yes  there's  a  change,  partly  because  we  see  them  earlier  and  discuss  the 
information  about  it.  You  can't  exactly  give  them  Aricept  without  telling  them  what 
it'sfor...  theyjustneedto  read  thepatient  leaflet.  "  (Psych4) 
"I  think  the  answer  is  definitely.  It's  like  chemotherapy.  You  couldn't  give  it 
without  telling  the  person  what  it's  for.  "  (GP2) 
There  was  a  general  scepticism  about  the  effectiveness  of  the  cognitive  enhancers,  but 
some  of  the  participants  felt  that  the  medication  had  helped  open  up  dialogue  with  the 
person  because  there  was  something  medical  which  they  'could  do'  for  the  person.  A 
typical  response  from  one  GP  was: 
"In  a  sense  it  has  changed  ...  it's  become  more  medicalised  because  there's 
something  you  can  do 
.... 
Id  like  to  say  it's  because  its  an  effective  medication,  but 
it's  not  and  the  results  are  not  the  answer  at  the  moment  ..  it  would  be  different  if  it 
was  a  cure  or  slowed  it  down.  "  (GP3) 
This  seemed  to  be  common  theme  among  those  who  prescribed  cognitive  enhancers-  that 
they  opened  the  way  for  dialogue.  Giving  people  with  dementia  'hope'  was  also  seen  as 
a  benefit  of  the  medication.  The  following  comment  highlights  this: 
"I  think  it  must  give  them  a  bit  of  hope  because  they're  getting  some  treatment  and 
feeling  that  something  is  being  done  to  help  them.  "  (Psych3) 
The  majority  of  non  medical  participants  also  thought  that  medication  for  dementia 
would  make  it  easier  for  medical  staff  to  share  the  diagnosis,  although  this  was  based  on 
their  feelings  rather  than  practical  knowledge.  One  participant  from  a  voluntary 
advocacy  project,  which  offered  post  diagnosis  counselling,  stated: 
"People  are  being  diagnosed  a  lot  earlier  and  I  would  say  with  more  accuracy  as 
they  need  to  be  eligiblefor  the  tablets.  "  (Vol  1) 
159 Again  several  authors  appear  to  agree  that  the  inception  of  cognitive  enhancers  has 
underpinned  a  change  in  practice  whereby  they  require  an  accurate  diagnosis,  preferably 
in  the  early  stages  of  dementia  to  benefit  from  the  medication  (Passmore  and  Craig,  2004; 
Warner,  2003;  Philips  and  O'Brien,  2002;  Jha  et  al.,  200  1;  Gilliard  and  Hughes,  1998). 
The  remainder  of  this  chapter  explores  issues  in  relation  to  discussing  the  prognosis  and 
future  with  people  with  dementia.  Similar  to  the  first  part  of  the  chapter,  the  remaining 
sections  look  at  how  professionals  engage  with  people  with  dementia  to  discuss  the  future 
and  how  people  with  dementia  and  their  carers  feel  about  the  prognosis. 
5.8  Discussing  the  future  -the  perspectives  of  the  professionals 
The  majority  of  professional  participants  felt  that  it  was  appropriate  to  discuss  the 
prognosis  and  future  care  with  the  people  with  dementia.  However,  most  of  them  felt 
that  information  should  not  be  'forced  on  the  person'  and  many  stated  it  would  depend  on 
'the  individual'  and  how  much  they  wanted  to  know  or'could  cope  with'.  Unlike  sharing 
the  diagnosis,  which  was  seen  as  medical  responsibility,  there  was  a  general  acceptance 
that  discussing  the  prognosis  could  be  widened  to  include  CPNs,  social  workers  and 
voluntary  groups.  However,  most  specified  that  it  should  be  someone  with  knowledge  of 
dementia,  who  either  has  a  good  relationship  with  the  person  or  has  time  to  establish  a 
relationship  (which  appears  to  be  one  the  main  barriers  for  medical  staff). 
There  was  a  tendency  amongst  those  professionals  with  experience  of  sharing  the 
diagnosis  (mostly  psychiatrists)  and  sharing  information  about  the  illness  (mostly  CPNs) 
to  take  the  lead  from  the  people  with  dementia  and  not  actually  bring  the  subject  up 
unless  the  person  with  dementia  initiated  the  conversation  or  asked  questions  about  the 
future.  Most  stated  that  they  were  more  likely  to  discuss  the  prognosis  with  the  person's 
family.  Two  typical  comments  included: 
160 "Interestingly  enough  I  would  say  in  my  experience  the  actual  person  with  the 
illness  does  not  ask  It  is  often  the  carers  that  are  asking  about  thefuture  rather 
than  the  person.  I  suppose  my  principle  would  be  guided  by  what  they  were  asking 
me  rather  than  volunteer  information.  "  (Psych5) 
"I  would  discuss  it  with  the  family,  hut  I  wouldn't  mention  the  moderate  to  end 
stages  with  the  person  unless  they  wanted  to  know.  7here's  no  guarantee  what  will 
happen.  I  sometimes  go  into  thefinancial  side  with  them.  "  (CPN5) 
These  comments  seem  to  indicate  that  many  people  with  dementia  choose  not  to  ask 
questions  about  the  future.  Furthermore,  the  comments  substantiate  other  studies  which 
indicate  that  there  is  a  tendency  to  'normalize'  the  experiences  of  the  person,  'protecting' 
them  from  potential  frightening  information,  painting  a  more  positive  picture  than  they 
would  paint  to  the  families  (Keightley  and  Mitchel,  2004;  Downs  et  al.,  2001). 
Interestingly,  although  the  vast  majority  of  medical  and  nursing  staff  would  only  discuss 
the  prognosis  if  the  person  actively  initiated  the  conversation  or  asked  questions  about  it, 
there  was  a  general  acceptance  that  they  could  be  more  proactive  in  certain 
circumstances.  Two  comments  that  highlighted  this  were: 
"I  think  it's  something  that  is  very  important,  hut  I  don't  know  if  it's  something  that 
I  or  the  medicalprofession  have  heen  doing.  "  (Psych5) 
"I  don't  do  it,  but  I  think  it'sfeasihle,  especially  when  Sylvia  says  'I  don't  want  to 
go  into  my  daughter's  home'or  what  type  of  care  home  she  would  like.  "  (DN2) 
The  most  often  cited  reason  for  not  discussing  the  future  in  any  great  depth  with  the 
people  with  dementia  was  'their  age'  and  the  possibility  that  other  conditions  could 
supersede  the  end  stages  of  the  illness.  One  psychiatrist  stated: 
161 "Everyone  is  getting  older  and  there  is  a  degree  of  uncertainty  about  the  future. 
The  diagnosis  is  life  changing  and  they're  going  to  be  thinking  it  anyway,  even  if  we 
don'task"(PsycB) 
However,  some  psychiatrists  and  CPNs  appeared  to  have  developed  skills  such  as 
'hinting'  that  the  condition  might  deteriorate  and  allowing  the  person  with  dementia  to 
chose  whether  or  not  to  pick  up  on  the  cues  and  ask  questions  about  the  condition.  As 
one  CPN  explained: 
"You  have  to  give  people  hope.  I  don't  tellpeople  ýVou're  going  to  deteriorate  and 
die  or  need  care,  but  I  do  drop  hints.  "  (CPN) 
Another  approach  was  to  give  the  people  with  dementia  booklets  which  explained  the 
diagnosis  and  prognosis  allowing  them  to  decide  whether  or  not  to  read  the  information 
and  at  their  follow  up  appointment  ask  questions  about  the  illness  if  they  so  wish. 
According  to  one  psychiatrist: 
"I  think  the  booklets  help.  When  Igive  them  to  the  person  I'll  say  to  them  that  it'll 
tell  you  about  all  the  stages  of  the  illness,  but  a  lot  will  not  apply  to  them.  Yhey  can 
choose  to  read  it  and  relate  the  information  to  themselves  or  not  as  the  case  may  be 
for  most.  "  (Psych  1) 
These  comments  reflect  guidance  from  several  authors  regarding  sharing  the  diagnosis 
and  discussing  dementia  with  people  who  have  been  newly  diagnosed  (Lingard  2002; 
Lovestone,  1998;  Feamley  et  al.,  1997).  The  following  section  explores  how  the 
participants  with  dementia  felt  discussing  the  future. 
5.9  Discussing  the  prognosis  with  people  with  dementia 
One  of  the  challenges  when  discussing  the  future  with  people  with  dementia  was  to  open 
up  dialogue  in  such  a  way  that  they  might  'think  about  the  possibility'  of  deterioration 
162 and  future  care,  but  to  do  so  in  such  a  way  that  would  not  provoke  fear  for  those  people 
with  dementia  who  did  not  want  to  discuss  it  or  still  had  hope  that  they  would  not 
deteriorate.  The  challenges  from  the  researcher's  point  of  view  are  further  discussed  in 
chapter  ten.  The  remainder  of  this  chapter  explores  the  feelings  of  the  participants  with 
dementia  about  the  future. 
Although  there  was  an  acknowledgment  amongst  most  of  the  participants  that  the 
condition  could  deteriorate,  there  was  a  wide  range  in  their  level  of  understanding  of  how 
it  could  affect  them  in  the  future.  The  majority  were  aware  that  the  illness  affected  their 
memory  whereas  only  a  few  were  aware  it  could  affect  other  aspects  of  their  cognitive 
functioning  and  aspects  of  daily  living.  One  participant  with  dementia  who  was  aware 
that  the  illness  could  progress  to  affect  aspects  other  than  memory  had  nursed  her  mother, 
who  also  had  dementia.  She  stated: 
"My  mother  had  dementia.  People  say  you  don't  get  itfrom  yourfamily,  but  I  think 
you  must.  She  never  had  itfor  long  before  she  died,  so  it  never  got  to  the  bad  stage. 
I  know  it  affects  my  memory.  Sometimes  I  get  confused,  but  I  can  live  with  it.  " 
(Helen) 
Knowing  someone  with  dementia  therefore  appeared  to  be  a  factor  in  people  with 
dementia  understanding  the  implications  of  dementia.  Similarly  another  participant, 
Sylvia,  had  spent  time  in  nursing  homes  entertaining  the  'old  folk'  and  recognised  that 
the  illness  could  progress  to  the  same  stage  as  the  residents  in  the  homes  she  visited.  She 
opined: 
"I  keep  saying  when  it  comes  make  it  quick  I  know  I  have  no  jurisdiction  hut  I 
would  hate  to  get  to  stage  where  I  didn't  know  who  or  where  I  was  or  if  Brian  came 
in  and  I  never  recognised  him 
...  although  maybe  by  that  stage  I  wouldn't  know 
anyway.  19 
She  further  stated: 
163 "I  know  it's  the  grey  cells  that  start  to  go  in  the  brain  and  there's  not  much  I  can  do 
about  it.  I  imagine  once  it  starts  it  tends  to  deteriorate.  "  (Sylvia) 
Sylvia  was  the  only  participant  able  to  speak  in  greatest  depth  about  the  prognosis  and 
possible  outcome.  In  contrast  to  this,  some  claimed  to  have  no  knowledge  of  the 
prognosis  of  the  illness.  For  example,  two  participants  stated: 
"I'll  be  honest,  I  know  very  little  about  it.  Asfar  as  I  was  concerned  I  was  a  OK. 
No-one  has  given  me  an  answer.  How  long  will  this  last?  Will  it  get  better  or 
gradually  worse?  "  (Jim) 
"No  it  doesn't  bother  me.  Jean  always  talks  about  it.  She  says  I've  got  it,  but  I 
don't  know  much  about  it.  I  can't  say  what  it's  about.  "  (Alex) 
For  some  it  appeared  to  be  an  active  decision  not  to  think  about  the  future  with  some 
alluding  to  being  frightened  to  think  too  far  ahead.  Two  examples  of  this  came  from  Bill 
and  Robert.  They  stated: 
"I  don't  like  thinking  toofar  in  advance  ... 
itfrightens  me"  (B  i  11) 
"Asfar  as  I'm  concerned  I  know  I  have  it,  but  I'm  not  aware  how  it  affects  me.  I 
don't  think  about  it.  I  don't  know  much  about  it  and  I  don't  really  want  to  know.  I 
know  it  sounds  a  bit  Irish,  but  ifyou  don't  know  about  it  won't  happen!  "  (Robert) 
Interestingly  during  Bill's  first  interview  he  did  not  admit  being  scared  or  thinking  about 
the  future  and  asserted  that  he  would  rather  'pass'  when  asked  about  the  prognosis. 
However,  after  the  interview  was  over  he  became  emotional  and  admitted  being 
'frightened'  as  he  was  aware  that  he  got  confused  and  disorientated  at  times,  and  in 
particular  admitted  that  he  did  not  recognise  his  house  in  the  evenings.  His  main  worry 
was  that  this  could  progress  and  he  might  eventually  not  be  able  to  recognise  his  family. 
(Bill's  'opening  up'  after  the  interview  has  implications  for  writing  Values  Histories, 
164 which  is  further  discussed  in  chapter  ten).  Robert,  on  the  other  hand,  was  fairly  jovial 
and  light-hearted  when  asked  about  the  future  and  claimed  he  did  not  want  to  know  about 
it  or  be  given  any  information.  His  daughter  however  stated  that  he  probably  was 
frightened  but  was  not  the  'type  of  person'  to  admit  his  fears,  either  to  herself  or  others. 
Another  way  that  some  people  with  dementia  appeared  to  cope  with  having  dementia  was 
to  put  the  illness  down  to  'their  age'  and  generally  'getting  old'.  An  example  of  this  was 
Howard,  who  had  previously  stated  that  he  felt  the  term  'dementia'  was  a  'stigma'  and  he 
felt  that  memory  loss  was  age  related  and  should  not  be  classified  as  an  illness.  He 
stated: 
"I  don't  look  upon  this  as  an  illness,  just  part  of  my  nature.  Everyone  has  various 
things  which  affect  them.,,  (Howard) 
Another  example  was  Walter,  who  also  felt  that  dementia  was  related  to  his  age. 
Although  he  was  aware  that  he  had  received  a  diagnosed  of  dementia,  he  claimed  not  to 
worry  about  the  future,  alluding  to  the  possibility  that  at  his  age  'anything  could  happen'. 
Like  many  he  tended  to  trivialise  the  problems  associated  with  dementia  and  stated: 
"I  don't  think  my  memory  is  that  bad,  but  Sadie  and  myfamily  do.  I  remember  the 
important  things  like  Clyde  winningfive  nothing!  ... 
At  sixty  six  I  don't  worry  about 
thefuture.  Ijust  take  life  as  it  comes.  "  (Walter) 
Although  the  majority  felt  that  the  condition  was  only  affecting  their  memories  some 
were  aware  that  they  had  deficits  other  than  memory  problems.  Marie  spoke  about  the 
'loss  of  her  skills'  and  being  no  longer  able  to  cook  meals  or  sew.  Jim  spoke  about  lack 
of  concentration  and  getting  mixed  up  when  trying  to  follow  a  conversation.  Malcolm 
was  aware  that  he  had  communication  problems.  Mary  mentioned  'drifting  off',  or  what 
could  be  described  as  possible  hallucinations.  She  stated: 
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perhaps  my  brother  or  someone  in  thefamily.  I  can  go  awayfor  a  while  into  a  long 
story  and  have  quite  a  discussion.  It  doesn't  upset  me  at  the  time  but  I  canfeel  quite 
frightened  when  I  come  to  and  there's  not  a  soul  in  the  house.  "  (Mary) 
Interestingly,  although  Mary  was  aware  that  she  got  confused  and  knew  the  illness  could 
progress  she  did  not  want  to  make  any  plans  for  the  future  or  accept  any  assistance  at  the. 
time.  She  further  stated: 
"I  don't  like  to  speak  ahead,  Id  rather  wait  until  the  thing  comes  on  us.  "  (Mary) 
Like  many  Jean  thought  that  she  would  have  an  element  of  control  and  be  able  to  take 
cognisance  to  make  important  decisions  'at  the  time'  of  deterioration.  Mary's  husband 
John  also  suffered  from  dementia  and  likewise  did  not  want  to  look  ahead  or  make  any 
plans  of  the  future.  Like  Mary  he  had  the  hope  that  his  memory  would  not  deteriorate. 
He  stated: 
"I  don't  worry  about  my  memory  getting  worse  because  I'm  coping  fine  at  the 
moment.  I  know  it's  not  at  the  serious  stage,  but  if  I  deteriorated  I  would  worry.  I 
like  to  think  it  won't  get  much  worse.  "  (John) 
This  was  a  common  theme  with  the  vast  majority  of  the  participants,  that  they  were 
4coping  at  the  moment'  or  would  rather  deal  with  the  'here  and  now'  and  'not  think  too 
far  in  advance'.  Another  typical  comment  was  from  Alex,  who  also  realised  he  could 
deteriorate  but  wanted  to  'hope  for  the  best'.  He  stated: 
"I  didn't  realise  it  as  happening  until  it  was  pointed  out  to  me.  No  one  knows  how 
long  it  will  take.  I'vejust  got  to  hopefor  the  best.  "  (Alex) 
As  highlighted  in  chapter  two,  it  is  widely  accepted  that  'denial'  is  the  main  coping 
strategy  used  by  people  diagnosed  with  dementia  (Howorth  and  Saper,  2003;  Clare,  2002, 
166 Bucks,  1998).  It  is  generally  accepted  that  denial  can  be  used  by  people  with  dementia  at 
any  stage  in  the  illness  either  before,  during  or  after  diagnosis  and  in  a  number  of  ways. 
One  of  the  main  challenges  for  the  research  was  ascertaining  when  people  with  dementia 
were  in  denial  of  symptoms,  lacking  insight  or  generally  forgetting  (Rankin  et  al.,  2005; 
Clare,  2002;  Fairbaim,  2000;  Bucks,  1998). 
An  example  of  one  participant  with  dementia  possibly  lacking  insight  was  Jack,  from  the 
pilot  study.  He  stated  that  his  memory  was  'very  good'  and  denied  any  problems  with 
activities  of  living,  claiming  that  he  was  fully  independent  and  'great  for  his  age'. 
Although  in  his  first  interview  he  was  aware  he  had  dementia,  during  his  second  he  could 
not  recall  being  diagnosed  and  stated  that  he  must  have  'got  better'.  Indeed,  he  stated  this 
despite  mentioning  on  several  occasions  how  much  he  enjoyed  attending  the  'dementia 
support  group'.  However,  his  wife  stated  that  he  had  been  given  booklets  about  dementia 
but  he  did  not  read  them  nor  did  he  relate  the  information  to  himself.  She  felt  that  due  to 
his  level  of  understanding  and  short  term  memory  problems,  he  could  not  comprehend 
the  information.  She  chose  not  to  confront  him  about  his  deficits  and  let  him  believe  that 
he  was  still  functioning  at  his  previous  level,  before  the  onset  of  the  illness. 
Another  participant  (Malcolm)  who  also  claimed  to  have  a  'good  memory'  was  aware 
that  he  had  been  diagnosed  with  dementia.  Having  an  academic  background  he  claimed 
to  have  studied  in  great  depth  the  information  on  Alzheimer's  disease  but  had  come  to  the 
conclusion  that  he  had  been  misdiagnosed.  He  was  aware  that  he  had  poor  concentration 
and  hesitancy  in  his  speech,  but  felt  his  symptoms  were  related  to  a  head  injury  which  he 
sustained  over  twenty  years  before  he  was  diagnosed.  He  therefore  did  not  feel  that  his 
condition  would  deteriorate.  His  wife  however  reported  that  his  condition  had 
deteriorated  quite  rapidly  since  he  was  diagnosed  and  he  was  experiencing  some  visio- 
spatial  problems  and  difficulty  reading  which  he  either  was  unaware  of  or  denied. 
Similar  to  Jack's  wife  she  also  colluded  with  Malcolm,  reinforcing  that  it  was  the  head 
injury  which  was  causing  his  problems. 
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their  condition  it  appeared  that  with  Jack  there  was  possibly  a  lack  of  insight  whereas 
with  Malcolm  an  element  of  denial  (Rankin  et  al.,  2005;  Clare,  2002;  Fairbairn,  2000; 
Bucks,  1998). 
Although  most  people  with  dementia  admitted  memory  problems,  many  denied  that  the 
dementia  was  affecting  their  activities  of  living.  According  to  Walter's  wife  he  needed 
some  assistance  with  dressing  as  he  was  'getting  mixed  up'.  However,  Walter  reported 
that  he  dressed  himself  and  it  was  difficult  to  ascertain  whether  there  was  an  element  of 
denial  or  due  to  the  memory  impairment  he  simply  'forgot'  that  he  needed  help. 
Similarly  others  needed  assistance  with  shopping  and  paying  bills,  however  related  the 
assistance  to  generally  'being  old'  rather  than  dementia. 
One  of  the  main  underlying  themes  of  the  research  was  that  most  people  with  dementia 
found  it  easier  to  discuss  physical  aspects  of  future  care  rather  than  problems  associated 
with  confusion.  Regarding  personal  care  and  dressing  all  the  participants  reported  that 
they  would  accept  assistance  with  dressing,  if  they  were  physically  unable  to  do  so  i.  e. 
suffering  a  fracture  or  due  to  mobility  problems.  However,  the  majority  of  them  found  it 
difficult  to  imagine  getting  muddled  or  forgetting  to  change  their  clothes.  Two  comments 
which  indicated  that  they  could  not  foresee  a  time  when  their  conditions  would 
deteriorate  to  the  extent  that  they  would  need  assistance  were  from  Howard  and 
Elizabeth.  They  stated: 
"I'm  very  particular  ahout  my  clothes  and  I  don't  think  that  would  happen. 
(Howard) 
"I  couldn't  see  that  happening  to  me.  My  appearance  is  very  important  to  me.  " 
(Elizabeth) 
Even  Sylvia,  who  appeared  to  have  the  highest  level  of  awareness  about  dementia,  felt 
that  she  'would  always'  be  able  to  dress  herself  properly.  Indeed,  some  participants 
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were  very  evasive  about  possible  future  care  in  general.  Although  participants  were 
initially  defensive  about  the  possibility  of  forgetting  to  change  their  clothes,  in  general 
after  given  information  about  the  potential  symptoms  of  the  illness,  most  agreed  that  they 
would  rather  they  were  reminded  to  change  than  'go  dirty'  or  go  out  inappropriately 
dressed.  Typical  comments  included: 
"Yes  I  wouldn't  be  annoyed  if  they  were  serious  about  it  .... 
I  would  rather  it  was 
brought  to  my  attention.  I  don't  have  that  bother  though.  "  (John) 
"I  would  rather  he  told  than  go  dirty.  Cleanliness  is  very  important  tome"  (SYlvia) 
When  asked  'how'  they  would  prefer  it  was  brought  to  their  attention  most  were  able  to 
articulate  how  they  preferred  to  be  approached.  'With  humour',  'in  a  straight  forward 
way'  and  'nicely'  were  some  of  the  approaches  that  participants  favoured.  This  indicated 
that  although  most  people  with  dementia  found  it  difficult  to  imagine  the  condition 
deteriorating  and  requiring  assistance,  they  were  able  to  give  some  information  which 
could  possibly  guide  future  carers  in  their  approach. 
One  carer  pointed  out  that,  although  her  mother  had  stated  in  the  Values  History  form 
that  she  would  rather  be  reminded  if  she  was  experiencing  difficulties  with  personal  care, 
her  daughter  had  been  met  with  resistance  in  the  past  when  she  suggested  to  her  mother 
that  she  needed  assistance.  After  reading  the  document  her  daughter  stated: 
"My  mother's  comments  about  accepting  help  was  interesting  because  I  know  how 
stubborn  she  is  about  accepting  help 
...  I  thought  the  'hesom,  because  any  time  I've 
suggested  help  in  the  past  she's  refused"  (Mary's  daughter). 
This  seemed  to  be  a  pattern  with  several  people  with  dementia  who  stated  that  they  would 
consider  assistance  'in  the  future'  if  they  deteriorated,  but  were  reluctant  to  accept  help, 
even  although  their  families  felt  they  needed  it  at  the  time  of  the  interview.  Interestingly 
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be  informed  by  medical  staff  if  the  illness  progressed.  The  presumption  was  that  'at  that 
time'  they  would  be  able  make  plans  or  look  at  care  options  and  be  able  to  make 
important  decision  related  to  their  future.  Only  a  few  participants  anticipated  the 
possibility  that  'at  that  time'  they  might  not  be  able  to  comprehend  or  understand  the 
information,  most  tending  to  think  that  they  would  be  able  to  do  so.  This  was  also  the 
case  when  discussing  the  aspect  of  'safety  and  independence'  which  is  explored  further  in 
chapter  six. 
Due  to  the  small  sample  one  cannot  make  broad  generalisations;  however  one  of  the 
themes  to  emerge  was  that  people  with  dementia  whose  families  were  more  open  with 
them  and  discussed  the  diagnosis  and  prognosis,  appeared  to  have  more  awareness  into 
their  condition,  whereas  those  whose  families  colluded  with  the  people  with  dementia's 
perception  of  themselves  had  less  awareness  of  their  conditions.  Sylvia,  Helen,  Jim  and 
Marie's  families,  for  example,  were  particularly  open  with  them  and  discussed  the 
prognosis  in  depth  with  them,  more  so  than  the  other  participants.  Some  authors  report 
that  it  is  easier  for  people  with  dementia  to  deny  their  condition  if  unchallenged  by  others 
(Howorth  and  Saper,  2003;  Clare,  2002),  which  is  more  likely  to  be  the  case  when 
someone  lives  alone.  However,  it  could  also  be  argued  that  many  carers  (similar  to  the 
professionals  in  the  study)  preferred  to  take  their  lead  from  the  people  with  dementia, 
discussing  the  prognosis  in  as  much  or  as  little  detail  as  the  individual  felt  able  to  discuss. 
Following  on  from  discussing  the  prognosis  and  future  with  people  with  dementia  the  last 
part  of  this  chapter  looks  more  specifically  at  future  care. 
5.10  Discussing  future  care  with  people  with  dementia 
One  of  the  main  themes  of  this  research  was  that,  although  many  were  unable  or  did  not 
want  to  think  about  the  future,  they  were  still  able  to  discuss  characteristics  of  people 
who  could  potentially  be  involved  in  their  care,  whether  it  was  for  dementia  or  physical 
aspect  of  care.  'Respectful',  'honest'  and  'trustworthy',  as  well  as  'good-humoured' 
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for  in  carers.  An  example  of  this  was  Elizabeth  who  initially  stated  in  her  first  interview 
that  she  could  never  envisage  herself  'getting  lost'  or  forgetting  to  change  her  clothes. 
However,  during  her  second  interview  when  she  was  asked  to  'imagine'  that  she  needed 
assistance  due  to  generally  'getting  older'  she  was  able  to  articulate  the  type  of  support 
that  she  would  prefer  and  the  personality  traits  of  those  providing  this.  Moreover, 
although  it  cannot  be  claimed  that  she  had  a  clear  understanding  of  the  reasons  that  she 
might  need  assistance  in  the  future,  this  information  could  possibly  assist  care  providers 
adopt  a  person  centred  approach  to  future  care.  (This  theme  is  explored  in  chapter 
eleven).  Similarly  others,  although  reluctant  to  think  about  the  future,  could  be  drawn  out 
in  a  similar  manner. 
Only  a  few  of  the  participants  with  dementia  claimed  to  have  thought  about  the 
possibility  of  residential  care  in  the  future.  It  was  interesting  to  note  that  none  of  them 
had  considered  viewing  establishments  whilst  they  were  still  in  the  early  stages  of  the 
illness.  Moreover,  only  one  long-term  care  manager  recalled  one  person  in  the  early 
stages  of  dementia  viewing  her  home,  while  she  still  had  the  insight  and  ability  to  select 
one. 
Marie  was  one  participant  who  was  aware  that  she  could  not  manage  to  live  alone 
without  help  from  her  husband.  Initially  when  asked  how  she  would  manage  without  his 
assistance  she  suggested  that  'a  friend'  could  move  in  with  her.  When  it  was  suggested 
to  her  to  'imagine'  that  her  friend  could  not  move  in  with  her,  she  was  subsequently 
asked  whether  she  would  then  consider  residential  care  and  what  she  would  look  for  in  a 
residential  home.  She  stated: 
"I  have  purposely  not  thought  about  it.  Aere  are  homesfor  Jehovah's  Witnesses  in 
other  areas,  but  they  are  toofar  away.  I  wouldn't  want  to  gofar  and  would  rather 
stay  in  the  area  I've  got  so  manyfriends  here.  I  don't  see  myself  in  a  place  with 
400people.  "  (Marie) 
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clarify  points  which  were  important  to  her.  Moreover,  the  possible  presumption  could  be 
made  from  her  statement  that  if  she  eventually  needed  residential  care  she  would  prefer  a 
small  residential  home,  near  her  friends,  where  staff  would  respect  her  faith. 
Another  participant  admitted  having  a  fear  of  going  into  residential  care.  He  emotionally 
recalled  a  'bad  period'  in  his  life  when  he  was  admitted  to  a  psychiatric  hospital,  due  to 
depression  after  the  death  of  his  first  wife.  When  asked  about  residential  care  he  stated: 
"I  would  be  frightened  to  be  locked  in  somewhere.  I  remember  being  in  hospital 
and  not  being  allowed  my  clothes  or  to  go  home 
...  that  scared  me.  "  (Jim) 
When  discussing  residential  home  staff  he  added: 
"I  think  a  lot  depends  on  the  staffs'  attitudes.  It's  importantfor  them  to  approach 
you  in-case  youftel  awkward  to  approach  them.  "  (Jim) 
This  further  indicates  that  Jim  could  find  it  hard  to  approach  staff  and  the  statement 
indicates  that  he  would  require  them  to  take  the  initiative  to  approach  him. 
Another  person  with  dementia  who  was  opposed  to  entering  long  term  care  was  Howard. 
He  was  one  of  the  most  adamant  out  of  all  the  participants  that  he  would  never  consider 
residential  care  or  leave  his  house.  During  the  interviews  he  reminisced  about  the 
'Anderson  Shelter'  which  used  to  be  situated  in  his  back  garden  and  how  the  house  was 
passed  from  his  parents  to  himself  when  they  died.  He  felt  the  term  dementia  was  a 
'stigma'  and  felt  his  memory  impairment  was  due  to  his  age.  In  discussing  his  future 
support  options  he  clearly  he  found  it  difficult  to  envisage  a  time  when  he  would  require 
care  because  he  felt  his  family  would  look  after  him.  Hence,  although  he  was  opposed  to 
residential  care  he  opined: 
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one  place,  but  it  depends  how  mobile  you  are.  Probably  something  self-contained 
with  access  to  a  garden  would  be  important  to  me"  (Howard) 
He  was  therefore  able  to  give  some  information,  albeit  minimal,  regarding  possible 
residential  care.  Again,  much  as  he  was  opposed  to  any  form  of  home  support  he  was 
able  to  articulate  that  he  would  like  'honest'  and  'jovial'  girls,  'like  his  daughters'.  He 
also  joked  that  if  he  was  unable  to  leave  the  house,  someone  who  could  buy  him  the 
occasional  bottle  of  whisky  and  'put  a  line  on  at  the  bookies'  would  be  important  to  him. 
It  should  however  be  noted  that  a  few  people  with  dementia  indicated  that  they  did  not 
want  to  discuss  residential  care  or  were  too  emotional  when  discussing  the  prognosis  or 
'the  future'  so  were  not  asked  about  this  area.  As  highlighted  in  section  5.10,  possibly 
these  participants  had  a  fear  of  the  future  or  entering  residential  care. 
Finally,  Sylvia,  who  was  possibly  the  most  articulate  respondent  and  appeared  to  have 
thought  in  most  detail  about  the  prognosis  of  dementia  and  the  future.  Although  she  was 
determined  to  stay  at  home  'until  the  good  Lord'  took  her,  she  was  aware  that  she  might 
require  long  term  care  in  the  future  and  recorded  aspects  of  residential  care  which  would 
be  important  to  her  (see  appendix  10).  Due  to  her  experience  of  entertaining  elderly 
residents  in  various  nursing  homes  she  was  able  to  note  the  differences  in  levels  of 
cleanliness  in  the  homes.  One  obvious  theme  which  stood  out  throughout  her  Values 
History  was  the  importance  of  cleanliness  and  a  pleasant  environment.  It  was  also 
interesting  to  note  that  she  would  trust  her  son  and  daughter  in  law  to  'do  the  right  thing'. 
This  was  an  opinion  expressed  by  majority  of  participants  with  dementia,  in  that  they 
would  trust  their  families  to  organise  care  should  their  condition  deteriorate.  This  is 
further  explored  in  chapter  six  which  looks  at  proxies  and  relationships  within  the 
families. 
This  section  has  shown  that  making  plans  for  the  future  did  not  seem  a  major 
preoccupation  for  the  participants.  Similarly,  Husband  (1999)  in  his  study  of  three 
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were  perceived  and  treated  by  others,  than  physical  aspects  of  care.  Moreover,  some 
studies  looking  at  evaluation  of  services  indicate  that  people  with  dementia  are  more 
interested  in  social  aspects,  such  as  their  relationships  with  staff  and  other  clients,  their 
need  to  feel  valued  or  type  of  companionship  they  favoured  rather  than  structures  and 
specific  aspects  of  care  (Goldsmith,  1996;  Sperlinger  and  McAuslane,  1994).  However, 
this  chapter  has  highlighted  that  by  engaging  with  people  the  early  stages  of  dementia,  in 
non  direct  way,  valuable  information  can  be  gained  which  could  have  an  influence  on 
their  future  care.  For  example,  whilst  participants  did  not  necessarily  want  to  view  care 
establishments,  information  such  as  characteristics  of  caregivers  and  aspects  which  they 
would  like  or  like  in  a  residential  care  can  be  elicited  if  it  is  presented  in  a  non- 
threatening  way.  It  also  showed  the  benefits  of  prolonged  engagement  with  participants 
as  a  way  to  explain  their  feelings  and  views  about  the  future,  as  some  only  opened  up  to 
the  interviewer  after  the  second  interview  (Marquis  and  Jackson,  2000). 
5.11  Summary 
This  chapter  clarified  that  the  majority  of  respondents  thought  it  was  the  role  of  medical 
staff  to  share  the  diagnosis  with  people  with  dementia.  Likewise  the  interviewees  in  all 
groups  felt  that  those  experiencing  dementia  had  the  'right  to  know'  their  diagnosis. 
Medication  for  dementia  was  seen  as  a  way  of  opening  up  dialogue  with  people  with 
dementia.  However,  one  of  the  themes  to  emerge  is  that  although  one  of  the  perceived 
benefits  of  disclosing  the  diagnosis  to  people  with  dementia  is  for  them  to  make  plans  for 
the  future  professionals  do  not  actively  encourage  it.  This  is  not  necessarily  due  to 
antipathy  or  apathy,  but  perhaps  just  'not  thinking'  about  it.  Whilst  some  professionals 
gave  people  with  dementia  the  opportunity  to  ask  questions,  no  professionals  in  the  study 
actively  encouraged  them  to  make  plans  for  the  future  (apart  from  financially,  which  is 
explored  further  in  chapter  seven).  Indeed,  it  is  noteworthy  that  none  of  the  participants 
with  dementia  interviewed  wanted  to  make  any  formal  plans  for  the  future.  It  is  therefore 
possible  that  professionals  are  taking  the  lead  from  them  and  going  along  with  their 
'hope'  that  they  might  not  deteriorate. 
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understanding  it.  Although  a  few  had  a  high  level  of  knowledge  and  understanding  about 
the  possible  prognosis  and  future,  most  did  not.  A  large  factor  was  'denial',  which  is  a 
recognised  coping  mechanism  for  dementia,  as  well  as  lack  of  insight  into  the  condition. 
However,  for  some  it  appeared  to  be  a  lack  of  understanding,  whether  deliberately  'not 
wanting  to  know'  or  for  others  due  to  a  lack  of  information.  For  those  who  did  not  fully 
understand  the  diagnosis  this  could  have  implications  for  some  of  their  statements  within 
their  Values  Histories  regarding  future  care,  possibly  not  having  the  same  credence  as 
someone  with  a  high  level  of  insight. 
One  of  the  main  themes  to  emerge  was  that  although  none  of  the  people  with  dementia 
wanted  to  make  any  definite  plans  for  the  future,  all  of  this  group  were  able  to  give  some 
information  about  how  they  would  like  to  be  approached  by  professional  carers  and  the 
types  of  people  that  they  would  like  to  be  involved  in  their  future  care  should  they  require 
it.  However,  many  found  it  hard  to  imagine  a  time  when  they  might  need  care  related  to 
dementia,  with  most  finding  it  easier  to  imagine  help  for  physical  conditions.  Whilst  it 
could  be  argued  that  the  information  some  of  the  respondents  gave  was  not  specifically 
related  to  deterioration  in  the  dementia,  the  information  could  be  adapted  to  the  illness 
and,  in  particular,  characteristics  of  professional  carers  could  have  potential  benefits  for 
professionals  appointing  them.  This  is  further  explored  in  chapter  eleven. 
Finally,  another  theme  to  emerge,  which  also  surfaced  in  other  chapters,  was  how  open 
and  honest  people  with  dementia  can  be  with  the  interviewer.  The  relationship  with  the 
interviewer,  the  length  of  time  spent  with  the  person  and  the  ability  of  the  interviewer  to 
draw  out  the  person's  feelings  are  practical  areas  which  will  be  considered  in  chapter  ten. 
Whilst  this  chapter  looked  at  the  feasibility  of  discussing  the  future  with  people  with 
dementia,  one  of  the  main  causes  of  anxiety  to  professionals  and  carers  alike  is  the  'risk 
factor'  associated  with  people  with  dementia  living  at  home  (Stevenson,  1999).  Thenext 
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Values  History  and  particularly  pertinent  for  people  with  dementia. 
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Independence  and  Safety 
6.1  Introduction 
6.2  Perceptions  of  people  with  dementia  about  their  independence  and  safety 
6.3  Perceptions  of  carers  to  the  independence  and  safety  of  people  with  dementia 
6.4  Perceptions  of  professionals  to  independence  and  safety 
6.5  Sylvia's  Values  History-  vignette 
6.6  Summary 
6.1  Introduction 
This  chapter  explores  the  issues  in  relation  to  'independence  and  safety',  which  is  one  of 
the  sections  within  the  Values  History.  Issues  around  independence  and  safety  are 
particularly  pertinent  to  people  with  dementia  as  due  to  lack  of  judgment,  disorientation 
and  lack  of  awareness,  they  are  not  always  able  to  perceive  potentially  risky  situations 
(Jacques  and  Jackson,  2000;  Stevenson,  1999:  Lawson,  1996).  However,  chapter  three 
highlighted  that,  whilst  it  is  necessary  to  protect  people  with  dementia  from  harrn,  in 
many  instances  it  can  lead  to  disempowerment  and  paternalism,  especially  where 
professionals  and  carers  are  over  cautious  or  overprotective  regarding  the  risks  they  feel 
the  person  should  be  allowed  to  take  to  continue  to  live  at  home  (Mason  and  Wilkinson, 
2002;  Lawson,  1996;  Norman,  1980).  Moreover,  disempowerment  can  happen  when 
their  views,  either  past  or  present,  are  either  not  listened  to  or  not  considered  (Mason  and 
Wilkinson,  2002;  Fitzsimmons  and  Fuller,  2001).  Therefore,  one  of  the  main  purposes  of 
this  chapter  is  to  explore  the  feasibility  of  engaging  people  with  dementia  to  discuss  and 
record  their  feelings  regarding  safety  and  future  risks. 
The  literature  review  also  highlighted  that  one  of  the  most  difficult  dilemmas  faced  by 
professionals,  with  regards  to  people  with  dementia,  is  the  extent  to  which  they  should 
intervene  to  make  decisions  for  people  with  dementia  at  the  time  when  potentially  risky 
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1998).  Moreover,  chapter  one  highlighted  that  the  concepts  of  autonomy,  beneficence 
and  non-maleficence  should  underpin  interventions  for  people  with  dementia,  especially 
in  relation  to  the  legal  process  in  Scotland  (Wilkinson,  2001).  This  chapter  therefore  also 
explores  how  appropriate  professional  participants  and  carers  felt  it  was  for  people  with 
dementia  to  record  their  feelings  about  independence  and  safety. 
The  first  section  explores  how  important  it  is  for  people  with  dementia  to  remain 
independent,  what  independence  means  to  them  and  the  impact  that  the  illness  has  on 
their  independence. 
6.2  Perceptions  of  people  with  dementia  about  their  independence  and  safety 
Participants  were  initially  asked  how  important  it  was  for  them  to  remain  independent 
and  to  clarify  what  it  meant  to  them.  Although  a  few  stated  that  it  was  not  particularly 
important  to  them  the  overwhelming  majority  reported  that  they  wanted  to  remain 
independent.  Two  comments  included: 
"I'm  sure  most  people  like  to  hang  on  to  their  independence  for  as  long  as  they  can. 
Idon't  like  to  depend  on  people...  Ihave  this  set6will  to  carry  on.  "  (Jim) 
"It's  more  important  to  me  than  anything  else  (to  remain  independent)  I  like  my 
home  comforts  and  if  things  stay  the  same  I  would  stay  herefor  ever..  hutIsuppose 
no-one  knows  what's  round  the  corner.  Rjust  wouldn't  be  the  same  i(we 
had  to  get  someone  in  to  help  us.  I  wouldn't  say  we  that  won't  accept  help, 
hut  we  like  to  live  in  our  own  house  and  look  after  ourselves.  "  (John) 
Both  comments  were  interesting,  in  that  they  associated  lack  of  independence  with  others 
giving  them  assistance  and  not  depending  on  others  for  help.  These  comments  differed 
from  a  study  by  Glendinning  (2003)  which  reported  that  for  some  older  people 
independence  was  related  more  to  choice  and  control  rather  than  others  carrying  out 
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and  services  still  'felt'  independent.  This  was  the  case  with  one  participant  within  this 
study,  who  stated: 
"I  know  that  I  rely  on  my  daughter  for  a  lot  of  things  now  ... 
but  I  still  feel 
independent.  Linda  brings  me  in  meals  and  all  I  have  to  do  is  put  them  in  the 
microwave.  I  try  not  to  rely  on  her  too  much.  "  (Robert) 
It  was  interesting  to  note  that  Robert's  daughter  had  tried  to  persuade  him  to  accept  a 
home  help,  but  he  declined  believing  that  was  managing  well  with  his  daughter's 
assistance.  However,  his  daughter,  who  worked  full  time  and  had  a  family,  admitted  that 
she  was  finding  it  difficult  to  maintain  the  high  level  of  support.  Similarly,  other 
participants  with  dementia  felt  that  by  accepting  home  helps  or  paid  help  they  would 
'become  dependent'  on  others. 
The  following  section  explores  how  the  participants  felt  about  the  possible  loss  of 
independence  related  to  the  dementia. 
Dealing  with  loss  of  independence 
There  was  a  general  acceptance  by  most  participants  that  they  had  lost  a  degree  of 
independence.  According  to  one  participant: 
"I  can't  say  that  I've  totally  come  to  grips  with  the  loss  of  independence  yet.  Ithink 
it's  something  on  the  outside  of  the  door  waiting  to  come  in.  It's  like  everything 
else,  it  will  creep  in  before  you  know  where  you  are...  like  the  beginning  of  the 
illness.  "  (Jim) 
Although  the  majority  acknowledged  that  they  had  lost  a  degree  of  independence  they  did 
not  all  relate  it  specifically  to  dementia.  Robert,  for  instance,  who  stated  he  'relied  on  his 
daughter'  felt  this  was  due  to  his  age  and  his  wife  dying.  However,  his  daughter  stated  he 
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symptoms  that  drew  her  attention  to  him  developing  dementia  was  that  he  stopped 
cooking.  Therefore,  it  was  due  to  the  dementia  that  she  was  helping  him  and  not  the 
death  of  his  wife. 
Similarly,  approximately  half  the  participants  highlighted  other  reasons  for  dependency 
on  their  families  rather  than  confusion  or  dementia.  This  was  an  underlying  theme  from 
chapter  five  where  a  large  proportion  of  the  participants  with  dementia  were  more  able  to 
imagine  physical  reasons  for  requiring  care  in  the  future  than  confusion  related  to 
dementia. 
For  example,  one  participant  reported  that  he  required  his  wife  to  go  out  shopping  with 
him  because  he  was  deaf  and  could  not  hear  the  traffic.  However,  his  wife  reported  that 
he  had  lost  his  confidence  due  to  disorientation  and  confusion,  thus  requiring  her  to 
accompany  him.  Another  participant  cited  difficulty  standing  at  the  cooker  due  to 
dizziness,  whereby  his  carer  reported  that  he  was  having  difficulty  operating  it.  Rather 
than  highlight  dementia  for  loss  of  independence  some  participants  related  the  loss  to 
generally  'getting  old'.  This  attitude  was  also  highlighted  in  the  previous  chapter  with 
several  people  with  dementia  trivializing  the  diagnosis  of  dementia  as  a  natural  part  of  the 
ageing  process.  It  was  difficult  to  ascertain  if  these  attitudes  were  coping  responses,  lack 
of  insight  or  if  they  were  perpetuated  and  encouraged  to  think  this  way  by  their  families. 
However,  some  people  with  dementia  gave  very  candid  accounts  of  their  loss  of 
independence  and  recognised  problem  areas  caused  by  the  dementia.  Two  comments 
included: 
"I  know  that  I've  got  to  accept  helpfrom  Mary,  because  there  are  things  Ijust  can't 
manage  now.  Sometimes  if  I  try  to  get  out  of  that  little  heap  by  myselfit  wil/just 
come  back  on  me.  "(B  i  11) 
"I  used  to  be  very  independent  andfor  a  long  time  I  sewed  all  my  own  clothes.  I 
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skills.  "  (Marie) 
Both  Bill  and  Marie  were  emotional  whilst  describing  their  loss  of  independence  and 
recognised  that  they  could  not  live  alone  without  their  partners'  assistance.  One 
participant  who  lived  alone  stated  that  she  had  taken  several  measures  to  remain  at  home. 
She  stated: 
"I  stopped  using  the  cooker  and  only  use  the  microwave  now.  Nothing  happened.... 
Ijust  had  a  fear  of  leaving  it  on.  I  know  my  limitations.  I've  decided  not  to  be 
silly.  "  (Sylvia) 
It  therefore  appeared  that  Sylvia  had,  in  effect,  given  up  a  degree  of  independence  to 
remain  independent.  Initially  it  appeared  that  that  Sylvia's  comment  backed  up 
Glendinning's  (2003)  study  which  reported  that  some  older  people  view  independence  as 
being  able  to  make  choices  and  having  control  rather  than  others  carrying  out  tasks. 
However,  it  became  apparent  throughout  the  interview  that  she  had,  in  fact,  given  up 
independence  due  to  fear  of  being  admitted  to  residential  care.  Her  comments  are 
explored  further  in  the  next  section  of  this  chapter. 
According  to  three  participants  (males),  the  loss  of  independence  which  they  found  most 
difficult  to  deal  with  was  stopping  driving.  All  three  believed  that  they  still  had  the  skills 
and  experience  to  drive  and  two  expressed  anger  towards  medical  staff  for  initiating  the 
loss  of  their  licenses.  This  finding  supports  debate  in  the  literature  which  indicates  that 
that  being  instructed  to  give  up  driving  is  a  traumatic  experience  for  many  people  with 
dementia  (Mason  and  Wilkinson,  2002;  Pinner,  2000;  Johnson  and  Bournan,  1997). 
Although  the  majority  of  participants  were  able  to  comprehend  and  express  their  feelings 
about  their  current  loss  of  independence,  only  a  minority  were  able  to  envisage  a  further 
deterioration  and  potential  risks  associated  with  the  illness.  As  highlighted  in  chapter 
five,  some  participants  with  dementia  whose  families  had  discussed  the  illness  and 
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is  noteworthy  that  although  some  claimed  not  to  have  any  knowledge  of  deterioration 
resulting  in  inability  to  make  decisions  some  were  able  to  discuss  the  'possibility'  of 
future  risks.  In  particular,  two  participants  asked  the  interviewer  questions  about  the 
future  and  implications  for  their  safety.  Chapter  ten  discusses  how  the  interviewer  dealt 
with  such  questions.  As  noted  in  the  previous  chapter  some  people  with  dementia 
preferred  not  to  discuss  the  future  and/or  risks  associated  with  dementia. 
As  highlighted  in  chapter  three,  disorientation  to  place  or  'getting  lost'  is  one  of  the  main 
risk  factors  associated  with  dementia  (Miskelly,  2004;  Silverstein  et  al.,  2002).  A  survey 
carried  out  in  1998  suggests  that  40%  of  individuals  with  dementia  will  become  lost  at 
some  point  in  their  illness  and  70%  of  those  who  repeatedly  get  lost  will  be  admitted  to 
institutional  care  (MWC,  2004).  Therefore,  the  remainder  of  this  section  explores  the 
feelings  of  participants  with  dementia  about  the  possibility  of  'getting  lost'  in  the  future 
and  the  feasibility  of  discussing  it  with  them. 
Getting  lost 
Only  a  few  participants  acknowledged  that  they  had  experienced  disorientation  or  that 
they  had  a  fear  of  'getting  lost'.  Three  comments  included: 
"If  I  got  lost  when  I  was  out  it  would  make  me  very  wary  of  how  far  I  could  go  in 
the  future.  I  stopped  going  into  the  town  for  that  reason,  in  case  I  got  lost. 
(Sylvia) 
"I  went  into  town  about  a  year  ago.  I  was  meant  to  be  going  to  the  Victoria 
In/1'rinary  and  got  lost.  I  was  crying  and  in  a  terrible  state.  I  won't  go  into  town 
again  by  myselfand  would  ask  my  daughter  to  come.  I  carry  identification  with  me 
now.  I  still  go  out  to  the  shops  and  Ifeelfine  in  Castlemilk  "  (Helen) 
"I  wear  a  chain  around  my  neck  with  my  name  and  address  on  it  in  case  Iget  lost.  I 
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the  door  and  get  lost.  I  don't  wony  about  it  but  myJamily  does.  "  (Walter) 
Although  Sylvia  reported  that  she  had  stopped  going  into  town  'in  case'  she  got  lost,  her 
daughter  in  law  reported  that  she  had  possibly  got  lost  on  one  occasion  and  had  forgotten 
or  did  not  admit  it.  Helen,  on  the  other  hand  could  recall  an  incident  of  disorientation 
very  clearly.  However,  both  continued  to  go  for  walks  within,  their  own  localities. 
Walter  had  never  got  lost,  but  at  his  family's  insistence  only  walked  to  the  local  shops.  It 
is  noteworthy  that  in  the  cases  of  Sylvia  and  Walter,  potential  conflicts  with  their  carers 
could  arise  in  the  future,  which  will  be  further  explored  in  section  6.3. 
Malcolm,  from  the  pilot  study,  admitted  getting  lost  on  one  occasion.  However,  he  was 
very  adamant  that  it  was  a  'one  off'  incident  and  specifically  related  the  disorientation  to 
moving  house  and  not  to  the  dementia.  Although  he  had  a  good  knowledge  of  dementia 
he  could  not  foresee  the  same  happening  again,  feeling  he  would  'concentrate  harder'  and 
not  allow  it  to  happen.  Interestingly,  his  wife  stated  that  since  the  incident  he  had  not 
attempted  to  leave  the  house  unaccompanied,  which  possibly  related  to  a  lack  of 
confidence. 
Similarly,  many  participants  denied  that  there  was  any  possibility  of  them  getting  lost, 
believing  that  they  would  have  a  degree  of  control  over  their  symptoms  and  /or  be  able  to 
understand  the  implications  of  wandering  at  the  time.  For  example  Mary  stated  that  she 
would  have  to  'be  firm'  with  herself  and  'not  allow  it  to  happen'  and  Elizabeth 
commented  that  it  'definitely  wouldn't  happen  to  her'. 
Overall,  the  majority  of  participants  either  found  it  difficult  to  imagine  that  they  could  get 
lost  or  expressed  feelings  of  discomfort  discussing  the  subject.  (Two  participants  were 
emotional  when  discussing  their  feelings  about  dementia  and  therefore  not  asked  about 
their  views  on  the  possibility  of  getting  lost).  Responses  included  'I  don't  know',  'I 
couldn't  really  say  orI  know  the  area  so  well'.  One  person  asserted'I  think  I'll  leave  that 
one  for  now'  (Bill)  indicating  an  element  of  fear  about  the  future.  These  comments 
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could  get  lost,  particularly  in  their  own  localities.  This  was  also  true  for  other  situations 
such  as  leaving  the  cooker  on,  not  dressing  appropriately  to  go  out  and  general  home 
safety. 
As  chapter  five  highlighted,  many  participants  did  not  feel  that  it  was  necessary  to  make 
plans  for  the  future  as  they  hoped  that  their  condition  would  not  deteriorate  to  the  extent 
that  they  would  require  assistance.  Indeed,  some  felt  that  they  would  have  the  abilities  to 
make  decisions,  related  to  risks,  at  the  time  when  a  situation  arose.  According  to  Robert: 
"It's  hypothetical 
...  I  would  need  to  take  advice  at  the  time.  "  (Robert) 
Robert's  comment  is interesting,  in  that,  although  he  had  an  awareness  of  the  progression 
of  the  illness  and  possible  cognitive  decline,  he  believed  he  would  be  able  to  make 
important  decisions  related  to  risk  in  the  future.  This  reflects  findings  in  a  study  by 
Howorth  and  Saper  (2003),  which  found  that,  although  many  people  with  dementia  were 
aware  of  their  diagnosis,  they  were  unable  to  make  the  connection  between  the  diagnosis 
and  the  deficits  they  were  experiencing.  The  authors  were  unable  to  ascertain  if  their  lack 
of  response  was  due  to  a  psychological  defense  or  an  organically  determined  failure  to 
understand  the  implications  of  the  illness.  Husband  (1999)  also  reported  that  there  was  a 
general  reluctance  for  participants  within  his  study  to  plan  for  future  care.  This  study  also 
indicated  that  for  the  majority  there  was  a  reluctance  to  consider  aspects  related  to 
potential  risks  associated  with  the  illness. 
Only  a  few  people  with  dementia  were  able  to  envisage  and  discuss  potential  risks  in  the 
future,  although  it  is  also  possible  that  others  who  did  not  openly  discuss  the  future  could 
have  had  an  awareness  but  used  'denial'  or  did  not  want  to  discuss  it,  preferring  to  deal 
with  the  'here  and  now'.  Although  only  a  few  were  able  to  discuss  risks,  this  differed  for 
Gilmour  et  al  (2003)  who  found  that  none  of  their  ten  participants  with  dementia 
interviewed  showed  any  concern  about  risks.  However,  it  should  be  noted  that  Gilmour 
et  al  only  interviewed  participants  on  one  occasion  so  may  have  missed  important 
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2000). 
Of  the  few  people  with  dementia  who  openly  discussed  risks  Sylvia,  who  had  a 
particularly  high  level  of  insight  into  her  condition,  and  was  possibly  more  aware  of  the 
'risk  element'than  the  others,  stated: 
"As  soon  as  I  received  my  diagnosis  I  told  myfriends  and  neighbours.  I  told  them 
so  that  if  they  saw  me  doing  something  wrong  they  could  see  me  right  .....  perhaps 
bring  me  home  if  I  got  lost.  Fortunately  that  hasn't  happened  yet.  If  they  didn't 
know  that  I  had  Alzheimer's  disease  then  they  might  not  want  to  interfere.  Now  I 
feel  ifI  do  something  wrong  they  would  try  to  rectify  it.  "(Sylvia) 
It  appeared  that  Sylvia  had  pre-empted  dangers  and  risks  related  to  the  dementia.  This 
was  due  to  a  fervent  desire  to  continue  living  at  home  and  in  some  ways  she  had  given  up 
part  of  her  independence  to  remain  independent.  Notably,  her  decision  to  stop  using  her 
cooker  'forfear  ofleaving  it  on',  is  a  clear  example  of  this.  However,  it  became  apparent 
that  her  daughter-in-law  had  educated  her  and  warned  her  of  the  dangers  of  using  the 
cooker,  as  Sylvia  had,  in  fact,  burned  some  pots  on  a  few  occasions.  Due  to  her  fear  of 
going  into  care  she  therefore  decided  to  'be  sensible'  and  comply  with  her  daughter's 
wishes.  However,  she  was  the  only  participant  in  this  study  who  presented  this  type  of 
input  as  most  tended  to  downplay  the  potential  risks  associated  with  the  progression  of 
the  disease. 
A  similar  pattern  of  attitudes  towards  risk  by  older  people  has  been  described  by  Wynne- 
Harley  (1991).  Some,  like  Sylvia,  had  imposed  constraints  on  themselves  out  of  fear  of 
being  admitted  to  long  term  care  or  hospital,  whereas  others  had  refused  to  take  any 
action  to  protest  themselves,  insisting  on  the  right  to  maintain  their  normality.  Similarly, 
Kane  and  Degenholtz  (1997),  in  a  study  which  evaluated  values  assessments  completed 
on  cognitively  intact  older  people  by  case  managers,  reported  that  the  question  of  the 
trade-off  between  safety  and  independence  tended  to  raise  ambivalent  feelings  in  clients, 
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assessments.  However,  unlike  this  study,  Kane  and  Degenholtz  did  not  specifically  ask 
participants  about  the  aspect  of  getting  lost,  and  instead  focused  on  how  important  it  was 
for  them  to  'feel  free  to  come  and  go',  with  approximately  a  third  believing  this  was  more 
important  than  safety. 
Another  participant  with  dementia  (Marie)  also  recognised  that  she  had  'lost  her  skills' 
and  relied  heavily  on  her  husband.  Her  condition  was  more  advanced  than  Sylvia's  and 
she  recognised  that  she  would  not  be  able  to  cook  or  live  alone  should  anything  happen  to 
her  husband  and  was  aware  that  it  would  be  dangerous  for  her  to  live  by  herself  She 
therefore  accepted  that  under  such  circumstances  she  would  require  residential  care  for 
her  own  safety. 
For  some  there  were  inconsistencies  on  their  thoughts  regarding  risk.  An  example  of  this 
was  Jim  who  admitted  that  he  relied  heavily  on  his  wife  and  daughter  'for  everything'. 
During  his  first  interview  he  stated  that  he  could  'not  cope,  if  left  alone  and  admitted  that 
he  would  not  feel  safe  and  would  prefer  to  go  into  care  if  anything  happened  to  his  wife. 
He  also  expressed  that  he  would  be  embarrassed  if  he  was  ever  to  'get  lost'  when  out 
with  the  house  and  did  not  feel  that  it  was  acceptable  to  take  such  risks,  and  in  such 
circumstances  would  prefer  residential  care.  However,  during  his  second  interview  he 
stated  that  although  he  had  not  cooked  for  many  years,  he  had  cooked  'in  the  army'  and 
would  be  able  to  look  after  himself  and  live  independently.  He  also  felt  that  he  could  not 
foresee  a  time  when  he  would  get  lost  in  his  own  locality  and  if  he  did  he  would  'stop 
going  out',  feeling  he  would  have  an  element  of  control  over  the  symptoms  of  the  illness. 
This  section  has  shown  that  there  were  varying  degrees  to  which  participants  were  able  to 
discuss  future  risk  associated  with  dementia,  ranging  from  those  who  felt  awkward 
discussing  potential  risks  to  those  were  able  discuss  aspects  of  future  safety  without 
difficulty.  It  also  showed  that  the  majority,  even  those  who  had  a  good  knowledge  of  the 
illness,  felt  they  would  have  a  degree  of  control  over  their  decision  making  abilities  in  the 
future. 
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relatives  with  dementia.  It  begins  by  contrasting  the  views  of  participants  with  dementia 
with  their  carers. 
6.3  Perceptions  of  carers  to  the  independence  and  safety  of  people  with  dementia 
Concerning  general  home  safety,  there  was  an  acknowledgement  amongst  people  with 
dementia  that  their  carers  worried  about  their  safety  more  than  they  did  (which  was 
confirmed  during  the  carer's  interviews).  According  to  Elizabeth: 
"I'm  a  bit  casual  that  way.  Iknow  that  Itake  risks  and  am  not  a  safe  as  Icould  be. 
I  say  things  are  fine  because  I  know  that  they  will  be  made  fine.  My  daughters 
check  up  on  me  and  I  am  happyfor  them  to  do  so  ... 
You've  got  to  have  some  kind  of 
courage.  "  (Elizabeth) 
Elizabeth,  like  many  of  the  participants,  did  not  feel  that  leaving  the  cooker  on 
goccasionally'  or  forgetting  to  lock  her  door  when  going  out  with  her  home  were 
particularly  serious  problems  and  admitted  being  'casual  that  way'.  However,  her 
daughter  was  tearful  when  recounting  how  worried  she  was  about  her  mother's  safety  and 
felt  the  need  to  check  on  her  mother  several  times  a  day  to  ensure  she  'came  to  no  harm'. 
Moreover,  she  felt  so  anxious  about  mother's  safety  that  she  considered  residential  care 
'in  case'  anything  happened  although  no  serious  incidents  had  taken  place  at  the  time  of 
the  interview.  On  a  similar  vein,  Gilmour  et  al's  study  found  that,  although  all  ten 
participants  were  deemed  to  be  'at  risk'  by  their  relatives,  no  serious  incident  had,  in  fact 
taken  place.  When  it  was  put  to  her  that  a  home  help  or  carer  could  assist  her  mother  she 
stated  that  Elizabeth  had  refused  this  service  because  she  did  not  feel  it  was  a  problem. 
Other  people  with  dementia  and  their  carers  also  had  differing  views  on  the  level  of  risk, 
which  they  would  consider  acceptable  for  the  person  with  dementia  to  take.  For  example, 
Walter  stated  that  he  wanted  to  continue  to  go  out  for  walks  by  himself,  even  if  he  got 
187 lost  occasionally.  However,  his  wife  had  the  opposite  view  and  stated  if  he  ever  got  lost 
she  would  not  allow  him  to  go  out  by  himself  She  stated: 
"I  wouldn't  let  him  go  out  agaim  No  that  would  be  it.  I  would  have  to  go  out  with 
him.  "(Walter's  wife) 
Similarly,  Sylvia  and  her  daughter-in-law's  views  differed.  Sylvia  had  informed  her 
neighbours  of  her  diagnosis  'in  case  she  got  lost'  and  set  out  in  her  Values  History  that 
she  was  willing  to  accept  the  possible  risks  associated  with  getting  lost.  However,  her 
daughter  in  law  stated  that  whilst  she  would  do  all  in  her  power  to  go  along  with  Sylvia's 
wishes  in  other  respects,  she  would  have  strong  reservations  about  allowing  her  mother  in 
law  to  stay  at  home  if  she  started  wandering.  She  commented: 
"I  think  I  would  throw  in  the  towel.  At  the  moment  we  are  at  the  'home  support' 
stage,  but  if  an  incident  took  place  ri.  e.  wandering)  then  I  think  we  would  have  to 
lookfor  a  nursing  home.  "  (Sylvia's  daughter-in-law) 
Clearly  this  comment  indicates  a  discrepancy  between  the  wishes  of  Sylvia  and  her 
daughter  in  law  regarding  the  level  of  acceptable  risk  which  Sylvia  should  be  allowed  to 
take  to  continue  to  stay  at  home.  In  effect  Sylvia's  daughter  in  law  would  attempt  to 
overrule  Sylvia's  statement  recorded  in  the  Values  History  should  she  'get  lost'. 
Although  Sylvia's  daughter  in  law  would  possibly  see  this  as  looking  out  for  her  Sylvia's 
best  interests,  this  has  been  portrayed  in  different  ways  in  some  of  the  literature.  Lawson 
(1996)  and  Norman  (1980),  for  example,  have  highlighted  that  this  type  of  attitude  is  a 
form  of  'paternalism.  Moreover,  others  suggest  that,  in  general,  older  people  are  subject 
to  'ageism'  and  that  they  are  restricted  in  their  abilities  to  make  choices  about  the  level 
and  types  of  risks  that  they  consider  acceptable  (Butler,  1987;  Norman,  1980). 
Although  all  the  participants  with  dementia  felt  able  to  go  out  by  themselves,  at  least  in 
their  own  localities,  there  was  a  tendency  for  carers;  who  lived  with  the  person  with 
dementia  to  accompany  them  to  minimize  any  potential  risk  of  the  person  wandering.  In 
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themselves.  According  to  Bill's  wife: 
"I  would  worry  about  him  (out  alone)...  we're  together  all  of  the  time  anyway.  " 
(Bill's  Wife) 
Despite  Bill's  awareness  that  he  could  no  longer  go  into  town  or  any  great  distance  by 
himself,  he  still  felt  he  was  able  to  go  out  by  himself  locally.  However,  his  wife  did  not 
allow  him  to  do  this  by  himself  despite  acknowledging  that  he  would  'probably'  be  safe 
and  'worst  case  scenario'  if  he  did  get  lost,  he  was  well  known  in  the  area.  Furthermore, 
it  became  clear  throughout  her  interview  that  curtailing  Bill's  independence  was  related 
to  her  perception  of  his  awareness  of  danger  and  possibly  related  to  her  anxiety  rather 
than  his  safety.  Bond  et  al  (2002)  also  reported  that  carers'  understanding  of  the  person's 
loss  of  insight  may  influence  the  way  they  deal  with  risk  during  care  giving. 
Although  all  the  participants  with  dementia,  who  were  living  alone,  were  able  to  go 
outwith  their  homes  unaccompanied,  the  majority  of  their  carers  appeared  to  be  'waiting' 
for  them  to  'get  lost'.  This  appeared  to  be  one  of  the  main  areas  cited  as  causing  carers 
not  living  with  the  person  most  anxiety.  Indeed,  some  stated  that  this  would  be  the  point 
when  they  would  consider  residential  care  for  the  person.  Aspects  such  as  cooking  and 
home  security  were  also  mentioned  by  many  carers  as  a  cause  of  anxiety.  These  issues 
reflect  the  areas  covered  in  other  studies  (Gilmour  et  al.,  2003;  Wynne-Harley,  1991; 
Neill  et  al.,  1988).  For  example,  Wynne-Harley  (1991)  in  the  study  examining  attitudes 
towards  risk  taking  and  the  safety  of  older  people,  reported  that  families  tend  to  worry 
prematurely  about  relatives  living  alone,  even  when  healthy  and  in  their  late  fifties. 
Likewise,  Neill  et  al  found  that  greater  anxiety  is  often  shown  by  those  relatives  who  are 
geographically  separated  from  older  people,  often  being  concerned  with  physical  or 
mental  welfare  of  the  older  person. 
on  the  other  hand  carers  living  with  a  person  with  dementia  expressed  less  concern  about 
these  aspects,  possibly  due  to  them  being  more  accessible  and  able  to  offer  a  higher 
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dealing  with  symptoms  of  the  illness,  such  as  repetitiveness  and  changes  in  the  person's 
personality  as  causing  them  more  anxiety.  Neill  et  al  (1988)  similarly  found  that  those 
carers  who  are  most  involved  with  the  person  are  more  likely  to  worry  about  their  own 
health,  the  changing  need  of  their  own  family  or  exhaustion  with  their  role  as  a  carer. 
All  carers  had  received  some  information  about  the  possible  risks  associated  with 
dementia  although  knowledge  varied  significantly.  Younger  carers,  for  example, 
appeared  to  have  the  greatest  awareness,  with  many  having  access  to  the  internet.  Whilst 
knowing  'potential  risks'  seemed  to  cause  some  carers  more  anxiety  'waiting'  for  an 
incident  to  take  place,  it  allowed  others  to  look  ahead  and  ultimately  reduce  their  anxiety 
by  putting  mechanisms  in  place  to  reduce  potential  risks,  such  as  insisting  the  people  with 
dementia  carried  identification,  replacing  gas  cookers  etc.  However,  some  relatives 
preferred  to  'wait  and  see',  actively  deciding  not  to  seek  infon-nation  or  think  too  far 
ahead  and  deal  with  the  'here  and  now'. 
Experience  of  either  caring  for  or  knowing  someone  else  with  dementia  was  also  a  major 
factor  in  awareness  of  possible  risks.  However,  previous  knowledge  affected  carers  in 
different  ways  as  the  next  two  examples  highlight. 
Robert's  daughter  reported  that  her  grandmother  had  dementia  and  she  felt  that  in 
hindsight  the  family  had  tried  to  keep  her  at  home  'too  long'.  She  recalled  instances  of 
her  grandmother  becoming  disoriented  to  time,  becoming  aggressive  and  being  generally 
difficult  to  manage.  She  also  recalled  the  anxiety  which  it  caused  her  family  and  she 
admitted  a  'dread'  that  her  father's  symptoms  could  manifest  themselves  in  the  same 
way.  She  stated: 
"Basically  I'm  dreading  what's  going  to  happen  in  thefuture.  I  know  it's  not  going 
to  be  easy...  Fm  just  trying  to  deal  with  just  now...  although  I  know  we'll  need  to 
talk  to  him  now...  before  he  gets  worse...  to  see  what  he  wants.  "  (Robert's 
daughter) 
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problems  which  were  manifested  by  her  grandmother  and  would  look  for  residential  care 
before  it  got  to  that  stage. 
However,  another  carer  who  also  had  experienced  dementia  with  her  grandmother  had 
the  opposite  view.  She  recalled  her  grandmother  being  admitted  to  hospital  and  declining 
significantly  both  mentally  and  physically  and  being  'miserable'  whilst  being  in  long 
term  care.  She  stated  that  her  experience  had  caused  her  to  have  a  strong  aversion  to 
residential  care  and  she  would  'exhaust  all  avenues'  and  do  all  within  her  power  to  keep 
her  mother  at  home.  Although  her  mother  had  got  lost  on  one  occasion  she  felt  that  the 
risk  element  was  worthwhile  to  keep  her  at  home. 
This  section  highlighted  the  high  level  of  anxiety  which  many  carers  experienced 
anticipating  risks  in  the  future.  In  some  cases  a  degree  of  paternalism  had  already  taken 
place.  It  also  highlighted  potential  conflicts  which  could  arise  in  the  future,  should  a 
person  with  dementia  choose  to  continue  to  live  independently  without  support.  On  the 
other  hand,  it  also  showed  that  with  many  participants  with  dementia  there  was  an 
element  of  denial  regarding  their  safety  as  the  illness  progressed. 
The  following  section  explores  how  professionals  view  the  independence  and  safety  of 
people  with  dementia. 
6.4  Perceptions  of  professionals  to  independence  and  safety 
Similar  to  other  studies  which  examined  how  people  view  risks  associated  with  dementia, 
the  majority  of  staff  recognised.  that  professionals,  carers  and  people  with  dementia 
approach  risk  from  different  perspectives,  often  with  each  party  having  difficulty 
understanding  the  other's  perspectives  (Clarke  and  Hayman,  1998;  Carson,  1996; 
Wynne-  Harley,  1991).  Two  comments  which  illustrated  this  were: 
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oldpersonfalling  as  groundsfor  going  into  care.  You  canfall  anywhere,  even  in  a 
nursing  home!  "  (CPN3) 
"How  you  view  the  world  is  where  you're  standingftom.  Families  are  looking  at  a 
dramatic  change  in  the  person,  whereas  we  might  think  'so  and  so'  is  more 
demented  than  'so  and  so'  and  she's  managing.  The  social  work  might  have 
hudgetary  constraints.  "  (GP2) 
The  GP's  comment  reflected  findings  in  a  qualitative  study  by  Clarke  and  Hayman 
(1998)  which  compared  perceptions  of  risk  between  professions  and  family  carers  of 
people  with  dementia.  They  found  that  professionals  and  carers  view  risk  differently. 
Whilst  professionals'  judgements  are  primarily  based  on  their  knowledge  of  other  people 
with  the  same  condition  in  similar  situations,  carers  base  their  judgments  on  past 
experience  of  the  individual. 
Approximately  half  the  participants  felt  strongly  that  some  people  with  dementia  were 
admitted  into  long  term  care  too  early.  The  reason  cited  most  often  for  this  was  due  to 
high  levels  of  anxiety  which  some  family  members  experienced,  feeling  it  was  the  'safer' 
alternative  for  them  to  be  admitted  into  residential  care.  'Panicking',  not  being 
'equipped'  to  care,  'not  wanting'  to  care  or  not  being  'a  natural  carer',  distance  or  feeling 
under  pressure  from  neighbours  were  other  explanations  given  for  some  carers  wanting 
the  people  with  dementia  into  care  sooner  rather  than  later.  Several  professionals 
mentioned  that  some  people  with  dementia  were  'pressurised'  to  go  into  long  term  care 
by  their  families.  As  a  group,  CPNs  appeared  to  have  the  strongest  feelings  about  this. 
For  example,  as  one  stated: 
"I  can  see  a  lot  of  mine  heading  that  way,  having  mild  to  moderate  dementia  and 
managing  fairly  well,  hut  the  families  are  pushing  for  care.  I  guess  it  happens 
ahout  hat(the  time  i(not  more.  "  (CPN5) 
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example: 
"I  think  more  carers  want  to  hold  on  to  them.  Ybufeel  the  carer  should  let  go,  hut 
they  won't  and  mayhe  they'd  he  hetter  caredfor  in  care.  "  (DN  1) 
District  nurses,  as  a  group,  are  often  more  likely  to  be  involved  with  individuals  during 
latter  stages  of  the  dementia  when  they  experience  physical  problems  associated  with  the 
conditions  such  as  incontinence,  feeding  problems  and  falling.  Therefore,  their 
perception  could  be  influenced  by  the  heavy  burden  which  some  carers  are  faced  with  at 
this  stage.  Similarly,  Gilmour  et  al  (2003)  reported  that  some  district  nurses  within  their 
study  were  more  likely  to  want  to  establish  rules  about  risk  management  for  people  with 
dementia.  Gilmour  et  al  reported  that  two  of  their  main  concerns  were  people  with 
dementia  falling  and  ensuring  adequate  nutrition,  which  was  also  reflected  in  this  study. 
Several  participants,  particularly  in  long  term  care  settings,  had  noticed  that  the  timing  of 
when  people  with  dementia  were  admitted  to  care  often  depended  on  the  philosophy  of 
the  individual  social  work  department  and  the  level  of  services  provided  by  home  care. 
In  such  cases,  some  were  seen  as  being  more  flexible  and  imaginative  than  others  at 
keeping  the  people  with  dementia  at  home.  Moreover,  several  staff  suggested  that 
attitudes  were  changing,  with  people  with  dementia  being  sustained  at  home  longer  now 
than  in  the  past.  This  was  highlighted  by  a  residential  home  manager: 
"7here's  heen  a  great  change.  In  the  past  I  think  we  listened  to  the  family  more. 
Now  I  think  it's  the  person.  I  think  the  social  work  will  do  their  hest  to  keep  the 
person  at  home.  A  person  centred  approach  is  what  we're  geared  to.  "  (Res  1) 
Admission  to  hospital  was  often  viewed  as  pathway  to  residential  care.  This  was  seen  by 
some  as  a  way  to  admit  some  people  with  dementia  whom  were  considered  'at  risk'  into 
long-term  care,  but  was  viewed  negatively  by  others.  The  following  comments  from  two 
GPs  highlight  these  opposing  views: 
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risk  too  long,  more  often  because  the  person  has  been  resistive  to  move.  Most  cases 
are  resolved  by  some  sort  of  crisis  ...  self  neglect  and  admitted  into  hospital  then 
care.  "  (GP2) 
"I  thinkyou  see  that  not  inftequently.  A  person  extracting  themselvesftom  hospital 
is  not  easy  andpeople  assume  that  the  path  oflowest  risk  is  hospital  to  institutional 
care.  I  think  it's  appalling  when  you  think  ofwhatyou  or  I  would  want.  "(GP4). 
Clearly,  these  two  GPs  viewed  hospital  admission  and  subsequent  admission  to  long  term 
care  differently.  These  two  examples  highlight  how,  even  within  the  same  professional 
group,  personal  values  and  opinions  could  have  an  effect  on  whether  someone  with 
dementia  considered  at  risk  could  be  discharged  home  or  not.  Moreover,  it  clarifies  that 
often  decisions  regarding  people  with  dementia  are  value  laden  and  not  necessarily 
consistent. 
The  remainder  of  this  chapter  explores  the  feasibility  of  people  with  dementia  recording 
their  views  about  their  independence  and  safety  whilst  in  the  early  stages  of  the  illness. 
As  highlighted  in  chapter  five  only  a  few  people  with  dementia  were  able  to  envisage  and 
discuss  fully  the  potential  risks  associated  with  dementia,  one  of  whom  was  Sylvia.  To 
facilitate  discussion  with  professionals,  they  were  shown  her  Values  History  (appendix 
10),  which  highlighted  her  strong  desire  to  stay  at  home  and  her  awareness  that  there 
would  be  risks  involved  in  her  doing  so.  In  the  first  instance  participants  were  asked  if 
they  thought  it  was  feasible  to  discuss  and  document  her  attitude  towards  risk  whilst  she 
was  in  the  early  stages  of  dementia. 
6.5  Sylvia's  Values  History-vignette 
Many  of  the  participants,  particularly  those  in  long  term  care  settings,  stated  they  were 
surprised  that  someone  with  dementia  could  have  such  a  high  level  of  insight  into  their 
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dementia  in  the  early  stages  of  the  illness.  For  those  who  did  have  experience  working 
with  those  in  the  early  stages  of  the  illness,  most  had  not  discussed  the  potential  risks 
involved  with  them,  tending  to  discuss  the  risk  factors  with  family  members.  The 
majority  of  psychiatrists  and  CPNs  stated  that  they  occasionally  discussed  the  future  with 
people  with  dementia,  but  usually  only  if  the  person  initiated  the  conversation,  which  was 
not  very  often.  They  however  felt  that  informally  they  developed  a  picture  of  the  person 
with  dementia  over  a  period  of  time  and  knew  without  asking  directly  how  the  person  felt 
about  risk  factors  and  their  desire  to  stay  at  home.  Several  staff,  especially  social 
workers,  reported  that  often  when  they  became  involved  with  people  with  dementia  it 
was  during  a  crisis,  often  resulting  from  an  individual's  loss  of  insight  into  their  condition 
or  the  condition  being  too  advanced  to  reason  with  them  and  have  meaningful  dialogue. 
GPs  rarely  discussed  potential  risks  with  people  with  dementia  but  two  of  them  used  the 
analogy  of  frail  elderly  people  with  mobility  problems,  the  similarity  being  that  often  the 
person  was  quite  content  to  take  the  risk  (falling)  whereas  families  felt  the  person's  care 
needs  could  be  better  met  in  long  term  care. 
The  vast  majority  of  professionals  stated  that  they  considered  it  feasible  for  a  people  with 
dementia  to  record  how  they  felt  about  risk  factors  associated  with  dementia.  Being 
'person  centred',  'giving  the  person  a  voice',  'taking  cognisance'  or  'thinking  about  the 
person'  were  reason's  cited  for  referring  to  the  document  by  the  majority  of  participants. 
According  to  one  social  worker: 
"Yes  absolutely,..  other  people  would  have  things  to  say  about  the  risk  which  would 
have  a  bearing  on  thepossible  outcome.  Ihis  brings  in  the  individual.  "  (SW5) 
Whilst  the  majority  stated  that  they  would  refer  to  the  document  and  would  find  it  useful 
to  have  the  information,  there  were  varying  strengths  of  feeling  regarding  the  impact  that 
the  information  would  have  on  decision  making  and  the  eventual  outcome. 
Approximately  a  quarter  of  participants  felt  very  strongly  that,  as  far  as  possible,  the 
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think  you'd  pull  out  all  the  stops  if  you  knew  this'  and  'You'd  be  duty  bound  to  go  the 
extra  mile'.  Several  interviewees  mentioned  that  it  would  free  them  from  an  element  of 
guilt,  particularly  because  it  was  in  writing.  Some  felt  that,  even  although  the  Values 
History  was  not  a  legal  document,  it  would  add  weight  to  any  difficult  decisions  to  keep 
the  people  with  dementia  at  home  when  there  was  pressure  from  others  to  have 
individuals  admitted  to  long  term  care.  According  to  one  psychiatrist: 
"I  think  it's  got  more  clout  the  fact  that's  in  writing.  In  this  day  and  age 
unfortunately  being  sued  has  become  an  issue...  it  would  make  you  feel  more 
comfortable  because  you  can  say  you  are  doing  it  to  go  along  with  the  person's 
wishes.  Quite  apartfrom  the  legal  thing  there  is  a  defence  in  your  own  conscience.  " 
(Psych  1) 
The  psychiatrist  pointed  out  that,  although  he  would  go  along  with  her  wishes  to  the  best 
of  his  abilities,  a  time  could  come  when  he  would  have  to  take  legal  steps  for  her  to  be 
admitted  to  care.  Similar  to  other  professionals  who  stated  that  it  would  force  them  to 
'listen  to  her  voice'  he  stated: 
"Yes  you  may  have  to  overrule  her,  but  I  see  it  as  a  positive  step.  It's  notjust  'not 
listening'to  her  wishes,  it  overruling  them.  "  (Psych  1) 
This  comment  is  a  key  point  of  the  study.  It  indicates  that  he  would  have  to  make  an 
active  decision  to  overrule  her  wishes  rather  than  passively  ignoring  her  previous  wishes, 
which  could  possibly  be  the  case  if  her  wishes  were  not  in  writing.  Although  the  concept 
of  empowerment  indicates  that  an  individual's  view  should  been  taken  into  consideration 
and  listened  to,  it  does  not  necessarily  mean  that  they  have  to  be  followed  (Wilkinson, 
200  1;  Fitzsimmons  and  Fuller,  200  1).  This  theme  is  further  explored  in  chapter  eleven. 
However,  the  remainder  felt  that  although  the  document  should  be  referred  to,  several 
other  factors  should  be  taken  into  consideration.  One  of  the  main  concerns  expressed  by 
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the  beginning  as  it  could  have  an  effect  on  their  relatives'  lives  as  well.  One  psychiatrist 
pointed  out  that  often  people  with  dementia  found  it  difficult  to  see  the  impact  that  their 
illness  had  from  their  family's  point  of  view,  even  in  the  early  stages,  but  particularly  as 
the  illness  progressed.  Two  staff,  both  advocates  for  carers,  opined  that  families  could 
feel  under  pressure  to  keep  the  person  at  home,  feeling  they  had  to  go  along  with  the 
person  with  dementia's  wishes.  One  stated  it  could  lead  to  carers  feeling  'guilty'  if  the 
person  had  to  go  into  care  and  another  felt  it  could  be  seen  as  'emotional  blackmail'.  On 
the  other  hand  many  participants  felt  that  the  statement  could  be  used  to  relieve  the 
family  of  guilt  should  something  happen  to  Sylvia  and  possibly  be  used  as  a  way  of 
'reminding  them'  or  'focussing  the  family'  that  Sylvia's  wishes  were  to  stay  at  home  as 
long  as  possible  and  it  was  'her  choice'  to  take  the  risks  associated  with  the  condition. 
Another  concern  expressed  by  several  staff  was  the  people  with  dementia's  level  of 
understanding  at  the  time  of  writing,  possibly  not  being  aware  of  the  full  potential  of  the 
illness.  Several  staff  expressed  the  same  opinion  as  one  district  nurse  who  stated: 
"I  think  it  would  need  to  spelled  out  to  her  that  there  might  come  a  time  when  she 
would  have  to  be  removed  into  a  homefor  her  own  safety.  "  (DN3) 
This  was,  in  fact,  the  case  with  some  of  the  people  with  dementia  who  had  been 
interviewed.  Sylvia  did  have  a  particularity  high  level  of  insight  and  was  aware  that  a 
time  might  come  when  she  would  need  nursing  care,  however  some  other  participants 
with  dementia,  were  not  aware  (or  were  in  denial)  that  their  condition  could  deteriorate  to 
that  extent.  This  aspect  was  discussed  in  more  detail  in  chapter  four. 
Some  also  felt  that,  even  although  Sylvia  had  a  high  level  of  insight,  she  could  not 
envisage  how  she  would  feel  in  the  future.  One  psychiatrist  stated  that,  on  the  one  hand 
she  would  feel  obliged  to  refer  to  the  document,  but  on  the  other  hand  expressed  some 
doubts.  She  stated: 
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they  never  want  go  into  a  home,  butfurther  down  the  line  they're  terrified  to  be 
alone.  Things  do  change.  Anyone  who  does  a  living  will  is  doing  it  with  their 
understanding  at  the  time.  It's  not  black  and  white.  There  are  numerous  things  to 
consider.  "  (Psych  2) 
One  of  the  district  nurses,  who  did  not  feel  Sylvia's  comments  on  risk  were  relevant, 
gave  a  similar  opinion  as  the  psychiatrist  stating: 
"They're  not  in  the  situation  and  they  couldprobably  never  envisage  that  they  could 
be  like  that.  "  (DN2) 
Although  both  comments  were  alluding  to  the  same  point,  the  psychiatrist  still  felt  it  was 
preferential  to  have  Sylvia's  comments  and  to  refer  to  the  document  whereas  the  district 
nurse  felt  it  was  inappropriate. 
One  of  the  aspects  which  came  across  during  the  interviews  was  that  most  participants 
felt  that  people  with  dementia  should  be  maintained  at  home  for  as  long  as  possible  and 
felt  that  Sylvia  should  be  allowed  to  take  a  high  level  of  risk  to  do  so.  It  became  apparent 
that  most  staff  had  similar  opinions  to  Sylvia  and  strongly  identified  with  her  feelings. 
Two  CPNs  with  strong  feelings  stated: 
"No  matter  who  it  is  you  should  he  trying  to  maintain  them  at  home  as  long  as 
possible.  It's  proven  that  people  do  better  at  home.  Only  if  after  a  big  Package  of 
care  is  broken  down  would  I  look  at  long  term  care.  "  (CPN4) 
"I  would  always  go  for  the  person  who  has  dementia.  It's  their  life.  I've  got  a 
strong  bias  against  nursing  homes.  Id  rather  see  someonefall  overfive  times  and 
be  happy  at  home,  rather  than  end  up  in  care  and  hating  it.  It  happens  all  the  time 
and  it  depends  on  thefamily  and  how  much  pressure  theyput  on  them.  "  (CPN3) 
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remaining  at  home  because  of  their  own  values.  As  this  possibility  emerged 
approximately  half  of  the  participants  were  asked  if  Sylvia  had  stated  the  opposite,  that 
she  valued  her  safety  more  than  anything,  and  would  rather  be  in  residential  care  if  she 
was  ever  at  risk,  would  they  still  feel  as  strongly  about  the  information  in  the  Values 
history? 
The  majority  stated  that  they  would  take  the  information  into  consideration  and  pursue 
residential  care  for  Sylvia  earlier  than  if  she  had  not  made  the  statement.  Most  of  those 
who  were  positive  about  her  accepting  a  high  level  of  risk  because  it  was  'according  to 
her  wishes',  had  the  same  enthusiasm  for  her  going  into  care  because  it  was  'according  to 
her  wishes'.  According  to  one  social  worker: 
"Y  I  knew  that  person  had  a  desire  to  be  somewhere  safe  I  would  go  down  that 
direction  a  bit  earlier  ...  if  the  person's  views  and  wishes  had  been  expressed  it 
would  certainly  influence  me  and  I  would  hope  it  would  influence  the  decision  about 
the  person'sfuture.  "  (SW  I) 
Several  participants,  especially  those  in  long  term  care  settings,  discussed  the  guilt  that 
carers  experience  when  a  relative  has  to  enter  long  term  care  and  suggested  that  the 
statement  could  relieve  them  of  some  of  the  guilt.  However,  one  GP  questioned  Sylvia's 
motives  for  pursuing  residential  care,  feeling  that  it  might  be  to  relieve  pressure  from  her 
family  rather  than  what  she  really  wanted.  Indeed,  many  studies  show  that  being  a 
burden  to  relatives  is  a  fear  of  many  older  people  (Glendinning,  2003;  Wynne-Harley; 
199  1).  Moreover,  one  of  the  themes  to  emerge  from  this  research  was  how  honest  people 
with  dementia  can  be  when  recording  their  values  and  family  relationships.  Furthermore, 
a  comparison  could  be  drawn  with  advanced  directives.  Chapter  one  highlighted  that  one 
of  the  arguments  against  advance  directives  is  that  some  individuals  could  request  not  to 
have  their  life  sustained  to  protect  their  families  rather  than  what  they  want  for 
themselves.  Similarly,  some  people  with  dementia  could  record  that  they  would  want 
residential  care  at  an  early  stage  in  their  illness  to  relieve  burden  on  their  relatives,  rather 
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6.6  Summary 
In  summary  this  chapter  looked  at  risk  from  the  perspective  of  people  with  dementia, 
their  carers  and  the  professionals  involved  in  their  care.  In  discussing  potential  risks 
associated  with  the  condition  with  people  with  dementia  there  are  several  factors  which 
need  to  be  considered. 
The  first  is  related  to  the  point  initially  highlighted  in  chapter  four,  namely,  knowing  the 
diagnosis  does  not  necessarily  mean  the  individual  with  dementia  understands  the 
prognosis  or  indeed  wants  to  know.  For  such  participants,  raising  issues  of  future  safety 
could  lead  to  fear  and  anxiety,  by  forcing  them  to  discuss  aspects  which  they  did  not  feel 
comfortable  discussing. 
Secondly,  and  again  due  to  the  people  with  dementia's  level  of  understanding  and  insight, 
some  were  inconsistent  in  their  remarks  about  possible  future  risks,  which  could  result  in 
their  opinion  being  taken  out  of  context  if  based  only  on  a  single  interview.  Interestingly, 
respondents'  views  on  risk  and  future  care  were  the  only  areas  within  the  Values 
Histories  where  some  people  with  dementia  were  inconsistent  in  their  replies.  Moreover, 
for  those  with  a  limited  understanding  of  the  future  risks,  general  opinions  such  as  'never 
wanting  to  go  into  a  nursing  home'  could  possibly  have  less  substance  and  meaning  to 
professionals  than  those  people  with  dementia  who  were  aware  of  the  risk  elements  and 
thought  carefully  about  their  statements. 
Finally,  some  people  with  dementia,  albeit  the  minority,  were  easy  to  engage  with  and 
able  to  have  a  frank  and  open  dialogue  about  potential  risks  associated  with  the  illness. 
Some  of  this  group  claimed  to  know  the  potential  risks  prior  to  the  interview  and  had 
clearly  thought  about  their  future.  Notably,  others  became  aware  of  the  risks  during  the 
interview  by  asking  the  interviewer  questions  about  dementia  and  the  prognosis.  For  this 
group  the  information  in  their  Values  Histories  regarding  their  future  safety  could  be 
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condition  and  possible  risks  associated  with  the  illness  (BMA,  2003;  Winner,  1996). 
This  in  turn,  gave  them  the  opportunity  to  'make  judgments  which  advanced  their  own 
self  interests'  (Winner,  1996:  71). 
From  the  carers'  point  of  view,  this  part  of  the  study  showed  that  even  in  the  early  stages 
of  the  illness  there  was  an  element  of  'paternalism'  with  some  carers  trying  to  protect  the 
people  with  dementia  from  risks.  With  some  carers  and  people  with  dementia  there  was 
already  the  beginning  of  conflict  concerning  their  safety.  However,  there  was  a  general 
acknowledgment  from  the  majority  of  carers  that  the  Values  Histories  accurately 
represented  the  views  of  the  individuals. 
Finally,  from  the  professional  participants'  point  of  view  the  section  on  'independence 
and  safety'  proved  to  be  the  one  in  which  they  were  more  cautious  in  their  enthusiasm. 
Whilst  the  majority  of  professionals  claimed  that  they  would  refer  to  the  documents,  there 
were  varying  degrees  of  opinions  on  whether  the  information  would  make  an  actual 
difference  to  the  outcome  should  an  individual  be  on  the  verge  of  being  admitted  to 
residential  care.  For  those  who  were  most  sceptical  of  this  section  of  the  Values  History, 
one  of  the  main  reasons  cited  was  that  the  statement  could  put  families  under  pressure  to 
keep  the  person  longer  at  home  than  they  could  manage.  The  main  prerequisite  put 
forward  by  professionals  was  that  families  should  be  involved  in  the  early  stages  of 
completing  the  document  when  the  people  with  dementia  were  writing  their  feelings 
about  safety. 
One  of  the  main  points  which  emerged  is  that  it  would  make  them  'think'  about  the 
person  or  'consider  the  people  with  dementia's  feelings'  even  if  they  had  to  be  over  ruled 
in  their  own  best  interests.  The  chapter  also  raised  the  possibility  that  professionals'  own 
values  and  feelings  about  individuals'  safety  could  have  an  influence  on  the  strength  of 
their  feelings  about  their  statements.  This  theme  is  further  developed  in  chapter  nine. 
Moreover,  the  idea  that  a  person's  'past  wishes'  should  have  precedence  over  'here  and 
now'  and  the  relevance  of  asking  the  person  about  care  which  they  'might'  want,  without 
201 them  actually  being  in  the  situation  was  raised.  This  is  explored  in  more  detail  in  the 
following  chapters. 
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7.2  Adults  with  Incapacity  (Scotland)  Act  2000  :-  current  and  future  impact  of  the 
Act. 
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7.8  Summary 
7.1  Introduction 
The  AWI  (Scotland)  Act  2000  suggests  that  individuals  with  dementia  should  consider 
appointing  a  'continuing  power  of  attorney'  to  look  after  their  financial  interests  and  a 
'welfare  attorney',  to  represent  their  health  and  social  matters  (Alzheimer's  Scotland, 
2004b;  Scottish  Executive,  2004a).  As  highlighted  in  chapter  one,  the  concept  of 
'welfare  attorney'  in  relation  to  individuals  with  incapacity  appointing  someone  to  look 
after  their  medical  and  social  interests  is  a  totally  new  concept  in  Scotland  (Ward,  2004; 
Scottish  Executive,  1999a).  In  the  Code  of  Practice  for  Continuing  and  Welfare 
Attorneys  it  emphasises  that  people  acting  on  the  person's  behalf  'need'  to: 
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possible  about  the  granter's  wishes  at  the  time  of  making  the  grant"  (Scottish 
Executive,  2001:  3.19). 
The  purpose  of  this  chapter  is  therefore  to  explore  the  issues  related  to  engaging  with 
people  in  the  early  stages  of  dementia  whilst  they  have  'insight'  into  their  condition,  with 
regards  to  appointing  someone  to  look  after  their  interests.  This  is  explored  from  the 
perspectives  of  professionals,  carers  and  people  with  dementia.  Furthermore,  one  of  the 
sections  within  the  Values  History  gives  individuals  the  opportunity  to  document  how 
they  feel  about  'family  and  relationships'.  This  chapter  also  examines  the  feasibility  of 
participants  with  dementia  documenting  their  feelings  and,  by  the  use  of  a  vignette, 
ascertained  how  relevant  professionals  felt  the  information  would  be  to  their  practice.  It 
also  touches  on  whether  or  not  past  wishes  (as  documented  by  individuals  in  their  Values 
Histories)  should  be  more  prevalent  than  their  current  wishes  (when  the  individual  has 
lost  capacity  to  make  decisions),  a  theme  which  is  developed  in  the  next  two  chapters. 
To  begin  with  participants  were  asked  in  general  views  about  the  AWI  (Scotland)  Act 
2000. 
7.2  Adults  with  Incapacity  (Scotland)  Act  2000  -  current  and  future  impact  of  the 
Act 
Given  that  the  interviews  took  place  between  2001  and  2002  and  the  AWI  (Scotland)  Act 
(2000)  had  only  been  part  implemented  in  April  2001,  with  Part  Five  of  the  Act  in  July 
2002,  few  participants  claimed  to  have  a  good  knowledge  of  it.  This  is  not  surprising 
given  that  Riddell  and  Pearson  (2005)  found  that  in  2003  there  was  little  reference  to  the 
AWI  (Scotland)  Act  (2000)  in  local  NHS  trust  policy  documents  on  DNAR  (do  not 
attempt  resuscitation)  in  Scotland. 
The  majority  of  participants  had  some  knowledge  of  the  Act,  but  two  district  nurses,  one 
voluntary  worker  and  two  residential  home  staff  had  never  heard  of  it.  Most  participants 
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attorney  and  taking  into  account  the  'present  and  past  wishes'  of  the  person  when  doing 
anything  under  the  Act.  Knowledge  of  the  Act  also  appeared  to  vary  according  to 
professional  background  with  GPs  and  Psychiatrists  having  the  greatest  level  of 
knowledge  and  district  nurses  and  residential  home  staff  having  the  least.  The  majority 
of  carers  and  all  but  one  person  with  dementia  had  not  heard  of  the  Act. 
Professional  participants  were  initially  asked  if  they  felt  that  the  Act  would  make  any 
major  difference  to  their  practice.  The  majority  of  GPs  did  not  feel  it  would  make  any 
major  differences,  although  there  was  recognition  that  they  would  have  to  involve  people 
with  dementia  and  their  carers  more  in  decision  making  in  the  future.  Two  GPs  who 
highlighted  this  commented: 
"I  don't  believe  doctors  or  others  would  go  out  their  way  to  harm  a  person,  so  it's 
not  going  to  make  that  much  difference  to  the  person.  It  will  benefit  the  relatives  in 
that  you'll  have  to  involve  them  more..  Before  the  A  WIyou  could  bypass  thefamily. 
You  did  what  you  thought  was  best.  Now  I  would  need  to  consult  them.  Most  are 
happy  with  whatyou  suggest,  but  that  gives  them  a  bit  more  empowerment.  "  (GP  1) 
"Yes  and  no.  In  the  Act  is  a  code  of  good  conduct,  which  is  enshrined  in  good 
practice  anyway.  It's  about  doing  no  harm  and  doing  your  best  for  the  patient, 
respecting  their  values  and  speaking  to  theirfamilies.  "ere  you  have  a  treatment 
plan  or  the  more  prescriptive  parts  you'll  need  to  get  the  family  to  consent,  there 
could  be  issues  with  thatfor  somejamilies.  "  (GP4) 
By  mentioning  'good  conduct'  and  'not  going  out  of  their  way  to  harm  people  with 
dementia',  the  GPs  possibly  alluded  to  the  belief  that  their  current  practice  was 
satisfactory  and  adequate  in  looking  after  the  interests  of  people  with  dementia. 
However,  some  also  mentioned  that  because  of  the  Act  they  would  have  to  consult  the 
relatives  of  people  with  dementia  and  receive  their  consent  prior  to  procedures.  It 
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with  some  relatives  there  could  be  issues.  None  of  them  claimed  to  feel  threatened  by 
this  and  felt  it  would  give  the  relatives  more  autonomy  and  empowerment.  Interestingly 
none  mentioned  that  it  would  actually  empower  people  with  dementia. 
Some  GPs  pointed  out  that  despite  individuals  with  dementia  appointing  a  person  to  look 
after  their  medical  interests  they  would  still  have  to  discuss  procedures  with  them  until 
the  point  when  they  lost  capacity  to  make  decisions.  According  to  one  GP: 
"Ifyou  take  it  to  its  logical  conclusion  then  it  shouldn't  make  a  difference  because 
as  long  as  the  person  has  the  capacity  to  decide  then  they  should  be  making  the 
decisions.  A  person  can  appoint  someone  but  I  still  think  you  have  the  authority  to 
decide  ifthat  person  has  their  best  interests  "  (GP2) 
This  comment  reflects  the  principle  in  the  Act  which  states  that  practitioners  must  ensure 
that  they  try  to  involve  the  person  with  dementia  as  much  as  possible,  therefore 
encouraging  them  to  make  their  own  decisions  about  treatment.  This  GP  also  indicated 
that  despite  a  person  with  dementia  appointing  an  attorney  he  would  still  have  the 
professional  autonomy  to  decide  if  the  attorney  had  their  best  interests.  However, 
according  to  the  Act  he  would  have  to  refer  to  the  local  authority  social  work  department, 
which  should  investigate.  If  the  social  work  department  does  not  investigate,  or  the 
investigation  is  not  satisfactory,  the  Mental  Welfare  Commission  can  intervene  and,  if 
necessary,  can  thereafter  be  referred  to  a  sheriff  (Scottish  Executive,  2004e). 
Although  this  GP  did  not  feel  there  would  be  any  major  changes  to  their  practice,  apart 
from  consulting  families  more,  one  of  the  GPs  who  had  been  involved  in  writing 
certificates  of  incapacity  had  concerns,  in  particular  the  additional  paperwork.  He  stated: 
"I  don't  think  seven  months  ago  I  would  have  felt  it  wouldn't  have  made  a 
difference,  but  if  I  hadn't  done  these.  4  WI  forms  recently  and  realised  how  complex 
they  could  have  been  ifthe  patient  hadn't  consented  to  it  "  (GP3) 
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who  had  been  consulted  by  the  Scottish  Executive  in  relation  to  implementation  of  part  5 
of  the  Act,  with  particular  emphasis  on  the  process  of  completing  incapacity  certificates 
(Drinkwater  et  al.,  2004).  This  GP  also  stated: 
"I  think  it  would  change  my  practice  now.  I  would  be  more  likely  to  encourage  the 
person  to  choose  someone  to  represent  them.  The  power  of  attorney  isfar  less  of  a 
burden  and  less  costly  to  the  family  than  that  ofgoing  down  the  road  of  the  public 
guardianship.  Doctors  andpsychiatrists'reports  all  cost  money.  "  (GP3) 
This  opinion  was  also  expressed  by  other  professionals,  more  so  psychiatrists,  who  had 
practical  experience  of  completing  paperwork  related  to  the  Act,  feeling  that  encouraging 
the  person  with  dementia  to  appoint  someone  in  the  early  stages  of  the  illness  would 
simplify  potential  procedures  should  their  condition  deteriorate. 
Psychiatrists,  in  general,  felt  the  Act  would  make  a  difference  to  their  practice.  Similar  to 
GPs  they  felt  that  they  would  have  to  encourage  people  with  dementia  to  choose  a 
representative  for  medical  and  welfare  decisions  and  involve  the  individual's  proxy  more 
in  decision  making,  but  would  have  the  additional  role  of  assessing  a  person's  capacity 
to  make  various  decisions  related  to  their  health  and  welfare.  This  is  in  line  with  the 
principles  of  the  Act  which  states  that  capacity  is  a  complex  issue,  in  which  the  person 
can  have  capacity  to  make  decisions  in  one  aspect  of  their  life,  but  not  in  others. 
Although  the  psychiatrists  felt  that  they  were  already  doing  this  informally,  the  general 
feeling  was  that  they  would  have  to  formalise  arrangements.  Two  comments  which 
indicated  this  included: 
"Yhere  would  be  some  who  would  be  thinking  that  way  anyway,  particularly  along 
the  lines  offinances,  but  in  general  I  think  we'll  need  to  talk  through  things  with 
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"I  tend  not  to  say  to  a  personformally  'is  this  person  you  want  to  represent  you  in 
this  or  another  area?  '  Even  if  it's  not  openly  discussed  you  do  get  a  feeling  who 
thatpersonis.  I  think  with  theAct  it  will  need  to  beformalised  early  on.  "  (Psych5) 
Although  these  two  psychiatrists  felt  that  in  the  future  it  would  make  a  difference  to  their 
practice,  two  psychiatrists  stated  that  they  had  already  started  to  change  their  practice. 
According  to  one  of  them: 
"I've  changed  my  practice  and  am  encouraging  people  to  look  at  power  of  attorney 
earlier  on.  I  think  now  that  we've  got  welfare  it  is  more  important.  "  (Psych2) 
This  psychiatrist  alluded  to  the  same  point  made  by  GP3,  who  felt  that  due  to  his 
experience  of  completing  lengthy  paperwork  related  to  the  Act,  he  would  change  his 
future  practice  by  engaging  with  individuals  in  the  early  stages  of  the  illness  to  encourage 
them  to  appoint  a  power  of  attorney,  feeling  this  would  simplify  procedures  when  they 
lose  capacity. 
Some  nursing  and  residential  home  staff  felt  the  Act  would  influence  their  practice  (or 
medical  staffs'  practice)  having  to  be  more  accountable  for  their  actions  and  having  to 
share  information  with  the  person  with  dementia  and  /or  their  families.  Practical 
implications  for  them  seemed  to  relate  more  to  medical  procedures.  Comments  included: 
ore  they  make  them.  '7  think  legally  people  will  have  to  think  about  decisions  bef( 
Yhe  medical  staff  will  need  to  make  decisions  about  how  competent  the  person  is  to 
make  decisions  and  in  what  respects.  "  (NH5) 
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give  them  all  thefacts  hecause  it'll  upset  them.  That's  something  we'll  have  to  look 
at  and  quite  rightly  so.  We'll  need  to  he  more  cautious  about  why  we  withhold 
information.  "  (  Res2) 
These  two  comments  indicated  that  they  would  have  to  actively  decide  the  level  of 
understanding  that  the  person  with  dementia  had  about  the  proposed  medical  procedures 
and  should  they  not  understand,  legally  deem  them  incapable,  rather  than  passively 
presuming  they  would  not  understand  or  protecting  them  from  information  for  fear  of 
upsetting  them. 
About  half  the  social  workers  and  CPNs  had  received  training  about  the  Act.  In  general, 
they  did  not  feel  the  AWI  (Scotland)  Act  (2000)  had  made  any  impact  on  their  current 
practice  at  the  time  of  the  interviews.  Like  medical  staff,  they  could  see  it  affecting 
future  practice  in  relation  to  additional  paperwork  and  having  to  consult  people  with 
dementia  and  their  families  more.  Social  workers  felt  that  they  were  less  likely  to  be 
involved  with  people  in  the  early  stages  of  the  illness  and  acknowledged  that  this  was  the 
crucial  time  for  a  person  with  dementia  to  appoint  someone  to  represent  them.  Two 
comments  which  indicated  this  were: 
'7  think  it's  going  to  go  back  to  relying  on  identifying  cases  that  are  at  an  early 
enough  stageforpeople  to  take  out  thepower  ofattorney  and  have  a  namedperson 
that  will  take  charge  of  particular  aspects  of  their  lives.  777at  should  happen  at 
diagnosis  knowing  that  they've  got  the  illness.  But  unless  that  is  done  early  enough 
you're  still  limited"  (S  W  1) 
"In  terms  ofpractice  I  would  certainly  be  advocating  for  people  at  a  very  early 
stage  to  consider  appointing  someone.  "  (S  W5) 
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referred  to  them  in  the  early  stages  of  the  illness,  at  a  time  when  they  were  able  to 
influence  the  person  to  appoint  power  or  attorney.  They  felt  therefore  that  in  most 
instances  their  condition  was  either  too  advanced  or  were  referred  for  'crisis' 
intervention.  The  inference  from  their  comments  was  that  the  professionals  involved 
with  people  in  the  early  stages  of  dementia  should  be  encouraging  them  to  appoint 
someone  to  look  after  their  interests,  or  refer  them  to  the  social  work  department  at  an 
earlier  stage  in  their  illness. 
Whilst  this  section  explored  general  feelings  about  the  Act  the  next  two  sections  look 
more  specifically  at  participants'  views  on  the  appointment  of  continuing  and  welfare 
attorneys. 
7.3  Continuing  Power  of  Attorney-  discussing  finances  with  people  with  dementia 
Although  CPNs  were  the  most  likely  group  outwith  medical  staff  to  be  involved  in 
counselling  and  giving  information  to  people  with  dementia  in  the  early  stages  of  the 
illness,  none  of  them  had  discussed  the  possibility  of  any  of  their  patients  appointing 
someone  to  look  after  their  welfare  or  medical  interests.  There  was  an  acknowledgement 
that  their  practice  would  change  in  the  future  as  a  result  of  the  Act,  with  all  seeing  their 
role  as  giving  out  booklets  and  information,  which  would  include  advice  on  how  to  go 
about  appointing  a  power  of  attorney.  Three  of  the  five  CPNs  had  been  to  AWI 
(Scotland)  Act  (2000)  awareness  sessions,  but  none  of  them  felt  competent,  at  the  time  of 
their  interviews,  to  give  such  advice. 
One  area  in  which  medical,  social  work  and  CPNs  were  proactive,  was  encouraging  the 
person  to  appoint  a  continuing  power  of  attorney  to  look  after  their  financial  affairs. 
However,  upon  closer  examination  it  appeared  that  this  advice  was  usually  given  to 
carers,  as  opposed  to  individuals  with  dementia,  and  it  was  thereafter  left  to  the  carer  to 
persuade  the  person  to  accept  assistance.  Psychiatrists  were  more  likely  to  discuss  this 
with  the  person  with  dementia  (usually  along  with  their  carer);  however,  other 
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"I  do  it  more  so  with  the  family  -  the  sons  or  daughters.  Often  the  person's  not 
going  to  want  it  anyway.  "  (CPN3) 
The  CPN  inferred  that  people  with  dementia  often  require  persuasion  to  appoint  a  power 
of  attorney  and  he  felt  that  their  families  were  in  the  best  position  to  do  this.  Interestingly 
none  of  the  CPNs  had  known  of  a  person  with  dementia  actively  requesting  or  initiating 
the  appointment  of  a  power  of  attorney. 
With  regards  to  the  participants  with  dementia,  only  three  had  legally  appointed  a  power 
of  attorney  to  deal  with  their  finances.  Although  all  three  had  arranged  power  of  attorney 
at  the  instigation  of  their  carers,  the  participants  were  completely  aware  of  why  they  had 
taken  these  legal  steps.  They  were  aware  of  the  future  implications  of  the  illness  and 
were  currently  experiencing  difficulties  or  potentially  knew  that  they  might  not  be  able  to 
manage  their  finances  in  the  future.  According  to  two  participants: 
"I've  always  been  independent  and  it's  so  difficult  to  give  up,  but  I  realise  I've  got 
to.  Anne  has  taken  on  the  big  responsibilities,  the  money  side  of  things.  She's  given 
up  her  time  to  do  that,  so  that  I  don't  need  to  worry.  "  (Sylvia) 
"Afy  brother  deals  with  that.  I  know  that  I  couldn't  cope  now.  "  (Marie) 
Both  were  aware  that  they  could  no  longer  deal  with  their  finances.  In  the  case  of  Sylvia, 
although  her  daughter-in-law  dealt  with  her  banking,  pension  and  savings,  she  was  able 
to  have  'money  in  her  purse'  to  buy  groceries.  As  highlighted  in  chapter  six  she  still 
'felt'  independent  despite  having  to  give  up  some  of  her  independence.  Marie  on  the 
other  hand,  was  aware  that  she  'could  not  cope'  with  her  finances  and  her  carer  reported 
that,  due  to  her  being  a  partner  in  a  family  business,  her  brother  had  arranged  power  of 
attorney  soon  after  she  received  the  diagnosis.  It  is interesting  that  Sylvia  had  appointed 
her  daughter  in  law  and  Marie  her  brother.  This  differed  from  Mason  and  Wilkinson's 
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dementia  appointing  a  power  of  attorney. 
Approximately  half  of  the  people  with  dementia  were  happy  for  their  families  or  partners 
to  deal  with  their  finances,  some  having  a  high  level  of  insight  about  the  future  or  'never 
having  dealt  with  the  money  side  of  things  anyway'.  However,  some  carers  and  people 
with  dementia  did  not  see  a  need  to  formalise  it  by  way  of  power  of  attorney,  choosing  to 
opt  for  joint  bank  accounts  and  standing  orders  to  pay  bills.  Similarly,  Mason  and 
Wilkinson  (2002)  reported  that  some  carers  within  their  study  were  imaginative  in 
finding  resources  to  ensure  minimal  intervention  rather  than  appoint  power  of  attorney. 
Some  participants  with  dementia  felt  that  since  they  were  currently  coping,  they  did  not 
see  any  need  to  plan  ahead  perhaps  not  realising  the  full  implications  of  the  illness. 
Comments  such  as  'I  think  that's  further  down  the  road'  (Jim),  'I  don't  need  to  think 
about  that  just  now'  (Bill)  and  'I'd  take  advice  at  the  time'  (Howard),  indicated  that  they 
thought  they  would  able  to  make  decisions  about  appointing  someone  to  look  after  their 
finances  as  the  illness  progressed  rather  than  taking  the  legal  steps  in  the  early  stages 
whilst  they  still  had  capacity  to  decide.  As  discussed  in  chapter  five,  this  was  a  pattern 
amongst  many  people  with  dementia,  who  thought  that  they  would  be  able  to  make 
important  decisions  if  and  when  their  condition  deteriorated. 
Some  carers  reported  difficulties  'trying  to  persuade'  the  person  with  dementia  to 
formally  accept  power  of  attorney  or  informally  to  accept  some  assistance  to  deal  with 
their  finances.  Interestingly  no  spouses  reported  any  major  problems.  However,  other 
family  members,  more  so  sons  or  daughters  looking  after  a  parent  living  alone, 
experienced  difficulties,  particularly  in  relation  to  dealing  with  the  individual's  bank 
accounts  and  pensions.  As  already  highlighted,  this  was  often  due  to  the  person  with 
dementia  wanting  to  remain  independent  or,  in  the  case  of  some,  believing  that  they 
would  not  deteriorate  to  the  extent  that  they  would  no  longer  be  able  to  deal  with 
financial  affairs.  Unlike  those  who  felt  they  could  'wait  and  see',  these  participants  could 
not  envisage  a  time  when  they  would  not  be  able  to  cope.  A  typical  comment  from  one 
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can't  see  that  happening.  I'm  very  good  with  money.  "  (Robert) 
However,  his  carer  reported  that,  at  that  time,  he  was  experiencing  difficulties  and  large 
sums  of  his  money  could  not  be  accounted  for.  Whilst  he  was  aware  that  he  had 
dementia,  his  desire  to  remain  independent  meant  that  his  daughter  was  unable  to 
convince  him  to  let  her  deal  with  his  finances.  Although  in  such  cases  relatives  can  apply 
to  the  Office  of  the  Public  Guardian  to  access  their  relatives'  accounts,  Robert's  daughter, 
like  other  relatives,  did  not  feel  the  person  with  dementia  was  at  that  stage  or  level  of 
incapacity  and  felt  it  would  be  too  stressful  for  them  and  the  person  involved  to  pursue 
this  action. 
The  following  section  explores  the  extent  to  which  professionals  engaged  with  people 
with  dementia  to  appoint  welfare  attorney  or  nominate  someone  to  look  after  their 
medical  interests. 
7.4  How  do  professionals  engage  with  people  with  dementia  about  their  welfare? 
Professionals  were  asked  about  their  current  practice  regarding  how  they  engaged  with 
people  with  dementia  to  ascertain  who  could  best  represent  them  in  the  future.  It  should 
be  noted  that  the  time  of  the  interviews  part  five  of  the  Act,  which  involved  people  with 
incapacity  appointing  a  welfare  attorney,  had  not  been  implemented. 
None  of  the  professional  participants  reported  that  they  officially  or  regularly  asked  a 
person  in  the  early  stages  of  the  illness  who  they  would  like  to  represent  or  advocate  for 
them,  but  would  usually  ask  the  person  whom  they  would  consider  to  be  their  'next  of 
kin'.  There  was  a  presumption  by  all  groups  of  staff  that  if  a  family  member 
accompanied  the  person  to  an  appointment  or  outpatient  clinic  then  'that  person'  would 
be  considered  a  'carer'  and  should  have  their  best  interests.  Medical  staff  reported  that 
they  would  often  ask  the  person  with  dementia  if  they  would  prefer  their  family  member 
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separately  and  /or  gave  the  carer  the  opportunity  to  phone  them  at  a  later  date.  They  did 
not  see  this  as  a  breach  of  confidentiality  but  as  a  way  to  elicit  information  from  the  carer 
to  get  a  clearer  picture  of  the  problems  associated  with  the  illness  and  to  assist  them 
diagnose  the  person.  Social  workers  and  CPNs  tended  to  contact  the  next  of  kin  or,  as 
was  the  case  with  most  referrals  from  GPs  and  psychiatrists,  the  person  who  initiated  the 
referral  who  was  often  a  member  of  the  family.  Thereafter  these  people  were  often  seen 
by  the  professionals  as  the  'carer'  and/or  the  representative  of  the  person  with  dementia. 
Most  professionals  actively  sought  out  a  relative  or  someone  within  the  family  to  contact. 
According  to  one  psychiatrist: 
"Usually  the  person  hrings  someone  with  them  and  I  will  ask  who  is  the  Person 
most  involved  and  I  will  take  their  names  and  telephone  numher.  I  would  actively 
lookfor  someone  in  thefamily  to  contact.  The  person  has  the  opportunity  to  reject 
whether  they  want  the  person  involved  They  seldom  do.  "  (Psych3) 
Interestingly  although  most  professionals  actively  'looked  for  someone'  in  the  person's 
family  to  contact  and  asked  their  permission  to  contact  them,  they  did  not  actively  ask  the 
person  with  dementia  if  this  was  the  person  that  they  would  like  to  represent  them  or 
'knew  them  best'  should  their  condition  deteriorate. 
Some  admitted  a  dilemma  when  speaking  to  relatives  about  the  person  with  dementia, 
especially  someone  whom  they  had  not  met  or  did  not  know  the  extent  to  which  the 
relative  was  involved  with  the  person  with  dementia,  and  the  nature  of  their  relationship. 
According  to  another  psychiatrist: 
"Ifind  that  very  difficult  and  tend  to  he  quite  cautious  ahout  heingforthcoming  on 
information.  You  don't  know  the  previous  contact  or  the  nature  of  their 
relationship.  My  view  is  I  will  listen  to  what  they're  saying,  hut  not  actually  give  a 
lot  of  information.  I'm  not  going  to  he  unfriendly  hut  the  important  thing  is 
confidentiality.  "  (Psych5) 
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family  member  had  the  person  with  dementia's  best  interests  at  heart.  There  was  a 
general  recognition  that,  at  times,  their  initial  instincts  could  be  wrong  but,  over  a  period 
of  time,  it  would  become  apparent  how  genuine  the  relative's  motives  were.  According 
to  the  same  psychiatrist: 
"There  is  a  presumption  or  a  hope,  hut  at  the  hack  ofyour  mind  and  in  time  you 
might  think  that  they  could  have  other  issues.  "  (Psych3) 
One  area  where  several  staff  felt  it  would  be  useful  for  the  person  with  dementia  to 
appoint  welfare  attorney  was  where  there  was  family  conflict,  and  the  staff  members 
were  receiving  conflicting  views  from  different  members  of  the  same  family  about  what 
was  in  the  person's  best  interests.  This  was  expressed  more  so  by  staff  in  residential  and 
nursing  homes  where  the  person  with  dementia  was  less  able  to  give  their  opinion  and 
staff  had  to  rely  on  the  family  for  information. 
Many  staff  reported  times  when  they  felt  that  person  with  dementia  needed  an 
independent  advocate  to  look  out  for  the  individual's  interests.  The  most  often  cited 
reason  for  this  was  due  to  carers  being  'over  anxious'  or  'overprotective'.  A  few  also 
mentioned  abusive  relationships  and  financial  exploitation.  Some  long  terrn  care  staff, 
CPNs,  and  social  workers  saw  it  as  their  role  to  protect  the  interests  of  person  with 
dementia,  seeing  themselves  as  advocates,  albeit  unofficially.  Several  staff  saw  it  as  the 
role  of  social  workers  to  be  their  advocates.  Two  participants  (CPN  and  psychiatrist) 
recalled  situations  where  people  with  dementia  without  social  workers  and  were  admitted 
to  residential  care  against  their  wishes.  In  both  cases  the  individuals  did  not  require 
financial  assistance  to  enter  residential  care  and  thus  did  not  require  social  workers  or 
community  care  assessments.  They  opined  that  in  such  cases  social  workers  could  have 
advocated  on  the  person's  behalf  and  arranged  packages  of  care  to  keep  them  at  home. 
Clearly  these  two  examples  highlight  the  protective  role  of  social  workers. 
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which  allows  individuals  to  record  relationships  within  the  family.  Participants  with 
dementia  were  asked  to  record  the  role  that  their  families  play  within  their  lives  and  the 
extent  to  which  they  would  like  them  involved  in  their  future  care.  Section  7.6  explores 
carers'  views  regarding  their  experiences  of  advocating  for  people  with  dementia  and 
finally  section  7.7,  by  way  of  Sylvia's  vignette,  explores  whether  the  information  in  the 
Values  History  would  influence  professionals'judgement  and  decision  making. 
7.5  Engaging  with  people  with  dementia  to  document  how  they  feel  about  'family 
and  relationships' 
Initially  some  people  with  dementia  could  not  see  why  they  would  need  to  nominate 
someone  to  look  after  their  welfare,  possibly  due  to  lack  of  insight  or  an  element  of 
denial  that  their  condition  could  deteriorate  to  that  extent.  Similarly  chapter  five 
highlighted  that  many  participants  found  it  difficult  to  imagine  a  possible  deterioration  in 
their  condition  and  plan  for  the  future.  Moreover,  many  felt  that  their  relatives  would 
look  out  for  their  interests  and  they  did  not  need  to  formalise  arrangements.  However, 
when  it  was  explained  to  participants  that  deterioration  was  'only  a  possibility'  the 
majority  of  individuals  could  see  the  benefits  of  appointing  someone  and  there  was  a 
general  acknowledgment  amongst  them  that  'anything  could  happen',  particularly  of  a 
physical  nature  as  opposed  to  the  dementia. 
It  was  noted  that  the  majority  were  able  to  state  very  clearly  the  people  they  felt  knew 
them  best  and  would  be  able  to  represent  them  in  the  future,  particularly  where  there  were 
good  relations  within  the  family  and/or  marriage.  However,  one  person  stated  he  felt 
'obliged'  to  record  in  the  Values  History  that  his  wife  should  represent  him  because  she 
was  living  with  him  and  would  ultimately  be  his  carer  and  in  control  of  his  life,  having  to 
make  decisions  about  his  future.  He  recognised  that  there  had  been  relationship 
difficulties  for  most  of  their  married  life,  having  separated  on  several  occasions.  He  did 
not  feel  she  would  look  out  for  his  interests  in  the  future  and  felt  she  would  'put  him  into 
a  home'  should  the  dementia  cause  any  difficulties.  He  also  felt  that  his  son  and  daughter 
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family  'knew  him  well'.  He  declined  to  accept  the  offer  of  an  independent  advocate  to 
look  after  his  welfare,  but  recorded  that  he  would  like  his  wife  and  children  to  consult  his 
daughter-in-law  when  making  any  decisions  as  he  trusted  herjudgement. 
Another  person  with  dementia,  who  had  also  experienced  marital  problems,  originally 
opted  for  her  daughter  to  represent  her  welfare  as  opposed  to  her  husband.  However,  this 
caused  friction  between  her  and  her  husband  as  he  felt  'excluded'  as  he  saw  himself  as 
the  main  carer.  She  therefore  included  him  in  her  Values  History. 
These  two  examples  highlight  the  difficulties  that  people  with  dementia  could  potentially 
experience  in  being  honest  when  nominating  someone  to  look  after  their  welfare,  feeling 
'obliged'  to  nominate  a  family  member  who  is  presumed  to  have  their  best  interests  and/ 
or  through  circumstances  is  the  person's  carer,  but  does  not  necessarily  know  them  best. 
Being  able  to  record  honest  information  was  an  underlying  theme  which  has  implications 
for  the  writing  of  Values  Histories  and  is  further  discussed  in  chapter  eleven. 
Furthermore,  some  felt  where  offspring  were  concerned  that  to  nominate  one  person 
could  be  seen  as  'favouritism'  by  others  in  the  family  and  chose  therefore  not  to 
differentiate  between  them,  stating  in  their  Values  History  documents  that  they  would 
want  their  family  to  make  'joint  decisions'  about  their  future  care.  It  is  noteworthy  that 
one  participant  felt  her  son  who  lived  in  the  South  of  England  knew  her  better  than  her 
daughter  who  was  her  main  carer  and  felt  that  her  son  would  look  out  for  her  interests 
more  than  her  daughter.  Again  she  could  not  record  this  in  the  document  for  fear  of 
upsetting  her  daughter. 
Another  participant  with  dementia  appreciated  the  opportunity  to  nominate  his  daughter 
to  look  after  his  welfare  stating  that  he  had  limited  contact  with  his  other  three  children 
since  he  divorced  his  wife  and  he  would  not  want  them  involved  in  any  decisions  about 
his  future.  Some  participants  also  recorded  who  they  would  like  their  first  nominated 
person  to  consult  should  they  need  advice.  For  the  majority  they  stated  other  members  of 
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family  friend,  whom  she  felt  could  be  'more  objective'. 
One  married  couple,  both  of  whom  had  dementia,  wanted  to  nominate  each  other  to  look 
out  for  their  future  interests.  However,  when  the  implications  of  this  were  pointed  out  to 
them,  they  nominated  their  daughter  as  the  second  person  should  their  partner  not  be  able 
to  make  decisions  for  them. 
7.6  Carers'  experiences  of  advocating  for  people  with  dementia 
Initially,  participants  with  dementia  and  their  carers  were  asked  if  they  had  received  any 
information  on  welfare  attorney.  None  of  the  people  with  dementia  or  carers  had  heard 
of  it  and  most  presumed  that  the  carer  or  family  would  be  able  to  represent  the  person  if 
their  condition  deteriorated.  Similarly,  Mason  and  Wilkinson  (2002)  reported  that  a  large 
proportion  of  participants  with  dementia  within  their  study  did  not  see  a  need  to  formalise 
welfare  attorney  and  presumed  that  next  of  kin  would  have  the  legal  authority  to  make 
decisions  for  them.  However,  all  participants  appeared  to  understand  the  theoretical 
reasons  for  legally  formalising  this  arrangement  and  could  see  the  wider  benefits  of  'any 
older  person'  considering  it. 
Although  some  carers  reported  difficulties  initially  gaining  access  to  speak  to  the  person 
with  dementia's  GP  prior  to  them  receiving  their  diagnosis,  the  majority  of  carers  felt  that 
after  the  person  had  received  the  diagnosis  their  opinions  and  feelings  were  considered 
and  thereafter  felt  involved  in  the  person's  care.  This  differs  from  some  studies  where 
carers  reported  difficulties  accessing  GPs,  information  and  support  (Teel  and  Carson 
2003;  Thompsell  and  Lovestone,  2002;  Haley  et  al.,  1992).  For  example,  Teel  and 
Carson  reported  that  carers  encountered  marked  obstacles  and  delays  obtaining  a 
diagnosis,  which  resulted  in  feelings  of  mistrust  toward  the  medical  community.  Haley 
et  al  also  reported  that  families  frequently  received  only  a  vague  diagnoses  and 
insufficient  referrals  for  supportive  services. 
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their  husbands  had  been  admitted  into  hospital.  In  one  situation  the  carer  reported  that 
her  husband  was  refused  a  heart  operation  and  the  consultant  would  not  discuss  his 
reasons  for  this  with  her,  having  claimed  to  having  discussed  it  with  her  husband.  She 
felt  her  husband  had  been  refused  the  operation  because  he  had  dementia  and  that  he  did 
not  fully  comprehend  the  implications  of  surgery. 
The  other  carer  reported  that  despite  her  concerns  about  the  medication  her  husband  was 
receiving,  her  opinions  were  overruled  because  he  agreed  to  take  the  medication,  a 
decision  she  felt  he  was  unable  to  make.  She  was  also  angry  that  nursing  staff 
continually  gave  her  husband  information  which  he  would  later  forget  and  that  they 
accepted  his  perception  of  his  independence  without  consulting  her.  She  stated  that  she 
had  learned  to  assert  herself  and  reported  that  she  continually  had  to  inform  staff  that  her 
husband  had  dementia  and  that  she  should  be  consulted  regarding  his  care.  In  both  cases 
the  carers  felt  that  if  they  had  legal  responsibility  for  their  husbands'  care,  it  would  have 
been  of  benefit  to  their  husbands'  treatment. 
The  remainder  of  this  chapter  explores  professionals'  views  on  the  relevance  of  recording 
the  information  on  'family  and  relations'  within  the  Values  History. 
7.7  Sylvia's  vignette-  exploring  the  issues  recorded  in  Silvia's  Values  history 
To  stimulate  discussion  participants  were  shown  Sylvia's  Values  History  (appendix  10) 
and  the  section  about  her  'family  and  relationships'  was  highlighted  to  staff.  In  it  she 
documented  the  close  relationship  which  she  had  with  her  son  and  daughter  in  law, 
stating  that  she  would'trust  them  with  her  life'.  She  also  stated  that  she  would  want  them 
to  represent  her  should  she  become  incapacitated.  Initially  professional  participants  were 
asked  if  they  felt  this  infon-nation  was  relevant  and  if  they  would  refer  to  this  section  in 
the  document. 
Responses  were  positive  from  all  staff  regarding  this  section  and  all  participants  felt  it 
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groups  of  professionals  about  this  information  were  social  workers  and  long  term  care 
providers,  and  in  particular  nursing  home  managers.  As  outlined  in  chapter  five,  these 
would  be  the  least  likely  groups  to  be  involved  with  people  in  the  early  stages  of  the 
illness  and  often  become  involved  with  person  either  during  a  crisis  or  when  their 
condition  has  deteriorated  to  the  extend  that  they  are  not  able  to  articulate  the 
information,  due  to  their  level  of  mental  impairment.  According  to  two  nursing  home 
managers: 
"Aat  would  make  a  huge  difference  because  in  nursing  homes  you  just  don't  get 
that  information"  (NH2) 
"It  would  be  very  useful.  We  have  no  mechanismsfor  this.  We  tend  to  go  with  the 
family  member  who  is  most  dominant.  "  (NHI) 
Both  participants  felt  that  the  information  which  they  received  prior  to  the  person  with 
dementia  entering  care  was  limited  and  they  would  therefore  have  to  rely  on  family 
members'  versions  of  their  relationship  with  the  person.  It  is  interesting  to  note  that 
professionals  involved  with  people  in  the  early  stages  of  the  illness  possibly  know  this 
information,  but  either  do  not  record  it  or  pass  it  on  to  other  professionals  as  the  person's 
condition  deteriorates.  Clearly  this  is  an  area  that  requires  further  research. 
Participants  were  asked  if  Sylvia's  condition  was  to  deteriorate  and  she  fell  out  with  her 
daughter-in-law  and  son  accusing  them  of  interfering,  would  they  still  have  contact  with 
them  and  would  the  information  about  their  relationship  as  documented  in  the  Values 
History  influence  them.  This  question  was  included  to  highlight  a  possible  conflict 
between  a  person's  'past  wishes'  (as  recorded  in  the  Values  History)  and  'present'  wishes 
(her  thoughts  the  time  when  the  illness  has  progressed).  This  theme  is  also  further 
developed  in  chapters  eight  and  nine. 
There  was  recognition  by  some  professionals  that  family  relationships  can  change  with 
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family  relationships  before  the  illness  progressed  would  be  useful.  According  to  one 
participant: 
"7he  problem  with  dementia  is  that  the  relationship  will  change  with  the  course  of 
the  illness,  so  we  can  only  go  by  their  wishes  at  the  time.  I  don't  see  what  else  you 
can  do  other  thanfind  out  what  the  person's  wishes  arefor  thefuture.  "  (GP2) 
Several  participants  gave  examples  of  friction  which  had  occurred  between  people  with 
dementia  and  their  families,  often  related  to  family  members  trying  to  persuade  the 
person  to  accept  services  or  residential  care.  Social  workers  in  particular  often 
experienced  this  problem  and  many  saw  their  role  as  mediating  and  looking  for 
compromises  between  families  and  persons  with  dementia. 
With  regards  to  whether  or  not  the  professionals  would  still  have  contact  with  her 
daughter-in-law  if  Sylvia  fell  out  with  her,  the  vast  majority  stated  that  they  would  still 
have  contact  with  her  and  would  do  so  even  without  the  information  in  the  Value  History. 
Several  participants  stated  that  they  would  investigate  the  accusations  and,  if  in  their  own 
judgment  they  were  unfounded,  they  would  keep  in  contact  with  the  daughter  in  law,  with 
many  feeling  that  she  would  require  support.  However,  many  stated  that  without  the 
information  in  the  Values  History  they  would  feel  'uncomfortable'  doing  so,  as  they 
would  be  dependent  on  Sylvia's  daughter  in  law's  perception  of  their  previously  close 
relationship,  which  might  not  be  accurate.  The  vast  majority  stated  that  the  Values 
History  would  'add  weight'  or  make  them  feel  that  they  were  doing  the  right  thing  by 
keeping  contact  with  the  daughter.  According  to  two  social  workers: 
"Yes  I  think  so.  It  would  indicate  that  she  had  trust  and  there  was  a  history  of  trust 
and  that  she  had  been  supportive.  Someone  who  was  genuine  involved  with  her  and 
notjust  appearedfrom  nowhere.  "  (SW5) 
"Yes  it  would  because  where  you  have  two  or  three  different  siblings  telling  you 
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bedifficult.  With  this  the  client  is  saying  who  is  closest  tome.  "  (SW3) 
Several  participants  also  mentioned  the  dilemma  of  having  to  deal  with  the  children  of 
people  with  dementia  who  often  had  'different  ideas'  about  how  the  person's  care  should 
be  managed.  Similar  to  the  above  social  worker's  comment,  many  felt  that  the  Values 
History  would  assist  them  in  knowing  who  to  deal  with  i.  e.  the  relative  'closest'  to  the 
person  with  dementia.  Moreover,  several  participants  reported  occasions  when  'a  relative 
appears'  that  they  have  never  had  contact  before  and  opined  that  the  information  in  the 
Values  History  would  be  useful  to  offer  them  guidance  about  how  much  contact  to  have 
with  the  relative. 
Only  a  few  participants  would  go  by  her  current  wishes  i.  e.  not  to  have  contact  with  her 
daughter.  Some  medical  staff  within  psychiatry  and  GPs  stated  that  they  would  feel 
'uncomfortable'  going  against  Sylvia's  current  wishes,  mentioning  'confidential  itY'  as 
their  reason  for  this.  They  stated  that  they  would  'listen'  to  the  carer  and  give  general 
advice  about  managing  dementia,  however  would  not  pass  on  any  information. 
According  to  one  psychiatrist: 
"7here  is  a  significant  difference  between  her  daughter  phoning  me  and  giving  me 
information  and  me  giving  her  confidential  information  about  Sylvia.  In  saying  that 
I  think  what  has  gone  on  before  is  important,  how  their  relationship  was  and  her 
involvement.  The  Values  History  would  make  that  a  lot  clearer.  "  (Psych4) 
GPs  in  particular  suggested  that  they  would  look  for  advice  from  psychiatrists  to  assess 
Sylvia's  capacity  to  make  decisions.  Interestingly  some  psychiatrists,  however,  stated 
that  they  would  also  be  in  a  dilemma  and  not  necessarily  be  able  to  make  that  judgement 
without  a  full  knowledge  of  the  person's  background.  Several  differentiated  between 
people  with  dementia  that  they  had  built  up  a  relationship  with  and  individuals  that  they 
had  only  seen  once  or  twice.  According  to  the  same  psychiatrist: 
222 "Ifyou  see  a  person  over  a  period  of  time  you  are  ahle  to  hring  these  things  up,  hut 
if  only  a  couple  of  times,  it  could  hecome  clumsy,  unless  you  formed  a  particularly 
good  relationship  with  the  person.  I  think  perhaps  someone  like  a  CPN.  Someone 
who's  seeing  them  regularly  and  has  a  relationship"  (Psych4) 
This  comment  demonstrates  the  complexities  and  difficulties  which  psychiatrists 
experience  when  assessing  a  person  with  dementia's  capacity  to  make  decisions, 
especially  on  an  individual  assessment.  It  also  highlights  their  reliance  on  other  members 
of  the  multidisciplinary  team,  who  might  be  in  a  better  position  to  ascertain  the 
individual's  views,  particularly  regarding  the  person  that  could  best  represent  the  interests 
of  the  individual  with  dementia. 
7.9  Summary 
Firstly,  none  of  the  professionals  involved  with  people  in  the  early  stages  of  dementia 
specifically  asked  who  the  individual  would  like  to  represent  them  medically  or  socially 
in  the  future.  There  was  a  presumption  that  next  of  kin  would  represent  them.  Moreover, 
although  some  professionals  had  a  good  knowledge  of  family  relations  through  prolonged 
dialogue  there  did  not  appear  to  be  mechanism  for  relaying  this  information  as  the  illness 
progressed.  Secondly,  although  professionals  claimed  to  give  information  concerning 
appointing  an  attorney,  they  tended  to  give  this  to  family  members  and  it  was  left  up  to 
them  to  'persuade'  the  person  to  appoint  someone.  Clearly,  both  these  points  indicate  that 
more  effort  is  needed  to  engage  with  people  in  the  early  stages  of  the  illness  to  discuss 
family  relationships  and  this  inforination  should  be  recorded  for  future  reference.  Indeed 
the  vast  majority  of  professionals  working  in  long  term  care  settings  and  social  workers 
felt  there  was  as  a  dearth  in  the  information  they  received. 
It  was  interesting  that  the  majority  of  staff  felt  that  their  practice  would  change  as  a  result 
of  the  AWI  (Scotland)  Act  2000,  in  that,  they  would  become  more  proactive  in  trying  to 
engage  with  people  with  dementia  in  the  early  stages  of  the  illness,  particularly  to 
encourage  them  to  appoint  a  welfare  attorney,  albeit  possibly  because  of  the  'burden'  of 
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change  practice. 
Another  underlying  theme,  which  also  emerged  in  other  chapters,  was  the  aspect  of  how 
honest  people  with  dementia  can  be  when  giving  personal  information  which  will  be  read 
by  others.  Although  those  with  good  relationships  were  able  to  record  their  views  quite 
clearly,  it  appeared  that  a  few  participants  with  dementia  who  experienced  marital  or 
family  difficulties,  could  not  honestly  record  how  they  felt.  This  could  have  major 
implications  not  only  for  the  writing  of  Values  Histories,  but  for  some  people  with 
dementia  appointing  a  welfare  attorney.  This  is  further  explored  in  chapter  eleven. 
Finally,  concerning  people  with  dementia's  preferences  for  family  involvement  in  the 
future  it  would  appear  that  the  vast  majority  of  professional  participants  were  fervent  they 
would  go  by  the  person's  past  wishes.  This  contrasts  'independence  and  safety'  where 
feelings  were  less  strong  and  several  participants  expressed  doubts  about  the 
appropriateness  of  recording  their  wishes.  This  theme  of  'past'  versus  'present'  is  further 
developed  in  the  next  two  chapters,  the  first  looking  at  medical  values  and  the  next 
looking  more  generally  at  values  and  the  potential  for  them  to  change  as  the  illness 
progresses. 
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Medical  Values 
8.1  Introduction 
8.2  General  medical  values 
8.3  Complementary  therapy 
8.4  Marie's  vignette 
8.5  End  of  life  decisions 
8.6  Summary 
8.1  Introduction 
This  chapter  begins  with  exploring  the  issues  related  to  individuals  with  dementia 
discussing  and  documenting  their  feelings  about  medical  treatments  and  to  explore 
professionals'  views  regarding  the  possible  impact  of  Values  History  on  medical 
decisions.  It  should  be  noted  that  the  Values  History  allows  for  a  degree  of  flexibility 
and  gives  a  picture  of  the  person  and  their  values  and  feelings  rather  than  a  set  of  medical 
paradigms  (Doukas  and  McCullough,  1991).  To  further  explore  the  impact  of  the 
information  on  their  decisions,  Marie's  feelings  regarding  complementary  medication  and 
terminal  care  were  highlighted  in  her  Values  History  and  these  were  shared  with  the 
professionals 
8.2  Medical  Values 
All  twelve  people  with  dementia  were  given  the  opportunity  to  record  their  feelings  about 
medical  treatments.  It  was  pointed  out  to  them  that  the  Values  History  was  not  an 
advance  directive  and  was  not  designed  to  go  into  minute  details  about  procedures. 
However,  whilst  this  was  pointed  out  none  of  the  participants  thought  this  was  the  case. 
In  general,  the  majority  of  individuals  were  able  to  articulate  their  feelings  about  medical 
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dementia.  As  highlighted  in  the  last  chapter,  some  people  with  dementia  were  aware  that 
their  condition  could  deteriorate  to  the  extent  that  they  might  not  be  able  to  represent 
themselves  in  the  future,  whereas  others  could  not  see  a  time  when  they  would  not  be 
able  to  do  so.  Interestingly,  many  of  those  who  could  not  envisage  a  time  when  they 
would  not  be  able  to  represent  themselves  expressed  positive  comments  about  recording 
their  thoughts  and  feelings,  believing  it  would  help  their  doctor  to  know  them  better  'at 
the  time'  and  not  necessarily  in  the  future.  For  example,  one  person  stated: 
"I  think  it  would  be  usefulfor  the  doctor  to  know  how  youfeel  about  thingsjust  now 
and  your  feelings  on  independence  because  sometimes  that  doesn't  come  up  in 
conversations  with  the  doctor.  If  she  knew  it  would  save  her  having  to  ask 
questions.  "  (John) 
This  comment  did  not  specifically  relate  to  the  section  on  'medical  values'  but  to  the 
general  information  as  documented  in  the  Values  Histories  and  the  section  on 
'independence',  which  could  also  have  a  bearing  on  future  hospital  treatment  or  long 
term  care,  both  of  which  would  require  some  input  from  a  GP.  Interestingly,  he  stated 
that  'these  things  don't  come  up'  and  alluded  to  'time'  as  being  the  main  barrier.  As 
highlighted  in  chapter  five  this  was  also  mentioned  by  most  GPs  as  being  one  of  the  main 
reasons  why  they  found  it  difficult  to  discuss  the  prognosis  and  future  with  people  with 
dementia. 
There  was  a  wide  variation  in  how  well  participants  with  dementia  felt  their  GPs  knew 
them,  some  claiming  to  have  minimal  contact  and  others  feeling  that  they  knew  them 
very  well.  However,  the  majority  had  faith  that  their  doctors  would  make  the  right 
decisions  for  them  and  the  majority  of  individuals  did  not  have  any  strong  views  about 
treatments  and  would  take  their  GP's  advice  or  'stick  to  the  doctor's  decision'.  Two 
typical  comments  were: 
"She  gives  me  the  impression  that  she  has  time  to  listen.  Although  I  don't  visit  her 
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",  q'the  doctor  says  'that'sforyou,  then  it'sfor  me.  "  (Bill) 
The  majority  of  participants  with  dementia  reported  that  they  had  good  relations  with 
health  staff,  with  only  one  stating  that  she  did  not  have  any  faith  in  her  GP  as  she  found 
him  to  be  'intolerant'  and  'unapproachable'.  Interestingly  she  chose  not  to  record  this, 
instead  recording  positive  qualities  she  would  look  for  in  medical  staff.  Moreover,  the 
carer  of  another  person  with  dementia,  who  had  stated  during  his  interview  that  he  had 
faith  in  medical  staff,  reported  that  he  had  a  'mistrust'  of  the  medical  profession  and 
'hated'  taking  medication.  His  Values  History  was  also  amended  to  include  his  feelings 
regarding  medication  but  not  the  medical  profession.  This  was  an  underlying  theme 
throughout  the  research  that  some  people  with  dementia  could  not  be  totally  honest  when 
recording  information  which  might  be  viewed  negatively  by  others  or  cause  offence. 
Indeed,  one  must  consider  that  this  might  not  relate  only  to  people  with  dementia  but 
possibly  to  others  who  may  complete  Values  Histories,  such  as  those  with  terminal  or 
chronic  illness. 
However,  two  of  the  participants  wanted  to  record  that  they  had  a  fear  of  being  admitted 
to  hospital.  One  stated  that  he  suffered  from  panic  attacks  and  nausea,  which  affected 
him  to  the  extent  that  he  could  not  visit  friends  or  family  members  in  the  event  of  them 
being  admitted  to  hospital.  His  carer  confirmed  the  importance  of  this  information 
stating  that  it  could  have  major  implications  if  he  ever  had  to  be  admitted  into  hospital 
again  or  residential  care. 
One  participant  had  completed  an  advance  directive,  and  had  given  a  copy  to  her  GP,  to 
instruct  that  she  would  not  accept  a  blood  transfusion  under  any  circumstances.  In  her 
Values  History  both  the  participant  and  the  researcher  agreed  that  she  would  record  her 
religious  feelings  behind  her  decision,  rather  than  specify  areas  of  treatment  which  were 
acceptable  or  not.  Similarly,  Mason  and  Wilkinson  (2002)  reported  that  only  one  person 
out  of  sixty-six  people  with  dementia  interviewed  in  their  Scottish  study  had  completed 
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However,  in  general,  most  participants  did  not  have  any  strong  views  about  medical 
treatments  and  'had  faith'  in  their  doctors  making  'the  right'  decisions,  seeing  them  as  the 
'experts'.  The  majority  mentioned  values  such  as  practitioners  being  'honest  with  them', 
'being  open'  and  generally  'being  friendly'  towards  them. 
Concerning  the  impact  of  the  illness,  several  participants  reported  they  needed  more  time 
to  talk  things  through,  especially  during  hospital  visits.  According  to  two  participants: 
"Sometimes  Ijust  give  up  when  speaking  to  people.  I've  had  a  couple  of  bad 
experiences  in  hospitals.  Theyjust  don't  give  me  enough  time  to  talk"  (Malcolm) 
"Time,  time,  time..  the  answer  is  at  the  back  of  my  head  but  itjust  takes  a  while  to 
come  out.  "  (Jim) 
Again  these  comments  related  to  how  the  individuals  would  like  to  be  approached  rather 
than  specific  medical  treatments.  As  highlighted  at  the  beginning  of  this  chapter,  Values 
Histories  are  designed  to  guide  professionals  but  should  be  differentiate  from  advanced 
directives  or  living  wills.  Whilst  it  could  be  argued  that  people  with  dementia  could  be 
prompted  to  imagine  some  medical  situations  to  encourage  them  to  articulate  their 
medical  values,  'prompts'  could  also  be  seen  as  'leading'  the  person.  This  is  further 
discussed  in  chapter  ten.  However,  two  areas  of  medical  care  which  were  explored 
further  with  the  participants  at  this  stage  related  to  complementary  therapy  and  end  of  life 
decisions.  This  reflects  a  wider  shift  in  opinion.  For  example,  according  to  one  survey  in 
England  conducted  in  1998,  complementary  therapies  were  estimated  to  be  used  by  10% 
of  the  population  (Thomas  et  al.,  2001),  and  'end  of  life'  planning  is  generating  an 
increased  interest  (BMA,  2003).  The  rest  of  this  chapter  concentrates  on  these  issues. 
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Participants  with  dementia  were  given  the  opportunity  to  record  if  they  favoured 
alternative  or  complementary  treatment.  Although  the  majority  of  participants  had  tried 
alternative  and/or  complementary  therapies  in  the  past,  such  as  homeopathy,  herbal 
treatments,  acupuncture  and  aromatherapy,  only  one  person,  Marie  (the  same  person  who 
had  completed  an  advance  directive  to  decline  blood  transfusions)  practised  it  on  a 
regular  basis.  indeed,  she  stated  in  her  Values  History  that  she  would  prefer  homeopathy 
to  be  used  'in  the  first  instance'.  Her  current  GP  was  aware  of  her  preference,  although 
he 
-did  not  practice  himself.  However,  she  had  she  attended  a  homoeopathic  doctor 
privately  for  a  number  of  years  and  with  support  from  her  family  continued  to  do  so. 
For  the  purpose  of  the  research,  Marie's  Values  History  was  chosen  to  be  shared  with 
professional  staff  to  highlight  the  relevance  of  the  information  about  her  request  for 
homeopathic  treatment  'in  the  first  instance'  should  she  lose  insight  into  her  condition. 
Initially  professionals  were  asked  if  Marie  was  admitted  into  residential  care  and  lost 
insight  into  her  condition,  would  it  still  be  relevant  to  pursue  her  previous  wishes  for 
homeopathy. 
The  vast  majority  of  professional  participants  reported  that  they  felt  it  was  the 
individual's  'right'  to  have  their  previous  wishes  respected  regarding  having  homeopathic 
treatment,  even  if  the  person  lost  insight.  Two  social  workers  who  felt  this  way 
commented: 
"Yes  I  would  want  to  go  along  with  it  if  the  personfell  strongly  about  it.  Ithinkit's 
important  even  if1he  person  doesn't  know  what's  going  on  around  them.  "  (SW2) 
"Yes  I  think  because  it's  been  a  part  of  their  life  and  she's  still  the  same  person. 
Because  they're  notable  to  do  itfor  themselves  we  should  be  trying  to  do  itfor  the 
person,  especially  if  they've  been  like  thatftom  a  very  young  age.  "  (S  W3) 
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treatment  expressed  views  that  the  person's  wishes  should  be  adhered  to.  According  to 
one  psychiatrist  who  admitted  being  very  sceptical  of  homeopathy: 
'The  principle  should  befor  them  to  approach  a  homeopath.  With  the  AWIActyou 
have  to  take  into  account  the  person's  past  wishes  and  discuss  treatment  with  the 
family.  "  (Psych3) 
The  psychiatrist  therefore  referred  to  the  AWI  (Scotland)  Act  2000  as  being  the  main 
reason  for  considering  Marie's  'past  wishes'.  This  sentiment  was  also  echoed  by  other 
professionals,  particularly  psychiatrists.  The  majority  also  felt  that  it  was  appropriate  for 
the  person  to  record  'any'  medical  wishes  (values)  in  the  Values  History  and  that  it  would 
encourage  staff  to  'think  about'  the  care  they  were  giving  to  individuals.  Several 
professions  stated  that  because  her  wishes  were  'in  writing'  they  would  be  more  likely  to 
be  complied  with.  Two  comments  included: 
"I  think  because  it's  written  down  it  makes  you  more  aware.  It  makes  you  think 
about  things  you  wouldn't  normally  look  at.  Not  deliberate,  just  not  normal 
practice.  "  (CPN4) 
"I  think  it  would  make  her  case  stronger.  It's  like  in  all  these  cases,  it's  much 
easier  to  spell  out  to  people  if  it's  in  writing.  "  (CPN3) 
Although  the  majority  of  professionals  felt  that  Marie  should  have  her  wishes  respected, 
there  was  a  general  scepticism  that  it  would  happen  if  she  was  admitted  into  long  term 
care.  Most  professionals  stated  that  they  would  expect  the  person's  family  to  contact  the 
homeopathic  practitioner,  but  when  asked  if  the  Values  History  would  'stand  alone' 
without  the  intervention  of  the  family,  the  majority  felt  sceptical  that  long  term  care 
providers  would  carry  out  the  person's  wishes.  'It's  just  not  going  to  happen'  or  'ideally 
it  should'  were  typical  responses.  'Professional  accountability'  and  the  practicalities  of 
contacting  a  practitioner,  as  well  as  having  access  to  the  person's  finances  were  seen  as 
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homeopath. 
Several  participants  pointed  out  that  whist  selecting  a  residential  home,  the  person  with 
dementia  should  ascertain  the  home's  policies  on  homeopathy.  It  was  suggested  that  this 
would  be  pivotal  in  ensuring  whether  or  not  her  wishes  were  carried  out,  should  she  lose 
insight.  It  was  also  suggested  that  if  the  person  had  a  named  practitioner  prior  to  entering 
residential  care  who  could  be  contacted  by  residential  home  staff,  then  she  would  be 
more  likely  to  receive  the  specified  care.  Moreover,  the  selection  of  a  progressive  GP  or 
one  who  would  support  the  person's  decision  was  seen  as  influencing  factors. 
When  looking  at  the  vignette,  professional  staff  answered  the  question  from  different 
perspectives.  Medical  and  long  term  care  providers  could  possibly  be  faced  with  the 
situation  whereby  a  person  in  their  care  had  completed  a  Values  History,  had  no  family 
and  had  lost  insight  into  their  condition.  From  the  medical  perspective  (GPs  and 
psychiatrists)  they  could  be  asked  for  advice  on  medical  treatment.  From  the  remaining 
professionals'  points  of  view  the  question  was  hypothetical  in  nature,  asking  them  to  'put 
themselves  in  the  position  of  a  residential  home  manager'. 
None  of  the  medical  participants  stated  that  they  would  have  any  objections  to  residential 
home  staff  contacting  a  homeopathic  practitioner  and  felt  it  would  be  right  for  them  to  do 
so  if  it  was  the  person's  previously  expressed  wishes.  However,  the  majority  of  them  did 
not  see  it  as  being  their  role  to  contact  a  practitioner  and  stated  if  they  were  asked  to  visit 
the  person  for  medical  advice  they  would  prescribe  conventional  treatment  for  the  person. 
A  comment  from  one  psychiatrist  was  typical  of  several  medical  staff: 
"As  long  as  it's  in  her  best  interests  and  they  could,  then  it  would  be  OKfor  them  to 
do  so.  I'm  cynical  though  and  don't  know  if  it  works.  As  long  as  it's  not 
detrimental  to  her  health.  If  I  was  involved  in  her  care  I  would  bypass  it.  If  I  was 
askedfor  my  opinion  I  would  prescribe  conventional.  I  would  have  no  problems  if 
they  asked  someone  else  (a  homeopath)  though.  "(Psych2) 
231 This  psychiatrist  therefore  stated  that  she  would  'bypass'  Marie's  request  for 
homeopathic  treatment  in  the  first  instance.  However,  it  is  noteworthy  that  she  would 
'have  no  problem'  if  the  residential  home  staff  were  to  organise  homeopathic 
consultation  in  the  first  instance.  Clearly  this  has  implications  for  residential  home  staff, 
the  majority  of  whom  have  no  medical  or  nursing  background,  having  to  make  a  decision 
that  it  would  cause  'no  harm'.  Other  medical  professionals  also  expressed  similar  views. 
According  to  two  GPs: 
"No,  because  I  know  nothing  about  homeopathy.  ff  they  had  a  private  homeopath 
coming  in  then  that's  fine  because  that  person's  wishes  However,  as  a  health 
Professional  who  doesn't  think  it  works  itjust  wouldn't  be  an  issue  to  me.  "  (GP4) 
would  give  my  advice  on  what  I  know  about.  I  would  expect  the  care  home  to 
sort  it  outfor  them  (contacting  a  homeopath)  in  thefirst  instance.  "  (GP2) 
However,  two  stated  they  would  seek  advice  from  GPs  within  their  practices  that 
prescribed  homeopathic  treatment  or  knowing  the  person's  wishes  in  advance  would  refer 
Marie  to  them.  Both  stated  that  it  would  depend  on  the  reason  for  their  visit  and  severity 
of  the  condition.  According  to  one  of  the  GPs: 
"Yhere  is  a  trade  off  between  protecting  life  and  staving  off  deterioration.  Imeanif 
she  had  a  rip  roaring  pneumonia  you're  not  going  to,  but  if  she  had  something 
chronic  in  nature  and  we  can  go  according  to  their  wishes,  then  that'sfine.  "  GP4 
This  view  was  echoed  by  the  majority  of  participants  and  many  pointed  out  (rightly)  that 
this  would  also  be  according  to  Marie's  wishes,  as  stated  in  the  Value  History  where  she 
stated  she  was  not  totally  opposed  to  conventional  treatment  but  had  always  tried 
homeopathy  in  the  'first  instance'.  Although  the  question  was  not  asked,  clearly  the  issue 
poses  ethical  dilemmas  for  professionals  should  she  have  stated  in  the  Values  History  that 
she  only  favoured  homeopathy. 
232 As  already  highlighted  in  this  section,  most  professional  participants  were  sceptical  that 
long-term  care  providers  would  go  along  with  the  Marie's  wishes  to  arrange  homeopathic 
treatment.  However,  this  was  not  the  case,  particularly  in  residential  and  smaller  nursing 
homes.  Two  comments  that  highlighted  this  were: 
"Absolutely  we  would  go  with  that.  "en  it's  been  documented  that  these  have 
been  her  wishes  in  the  past  we  should  discuss  the  situation  with  her  GP  right  away 
when  she  comes  in.  It  is  what  she  favoured  in  the  past  .. 
I  think  every  human  being 
has  the  right  to  refuse  treatments...  You  have  to  take  into  account  theirpast  wishes. 
You  might  not  be  able  to  carry  outfor  an  emergency  but  you  have  to  give  the  option 
asfar  as  possible.  "  (NH2) 
"Yes  I  would  change  her  over  to  homeopathic  doctor  no  matter  how  advanced  her 
dementia  was.  ...  medicine  and  diet  in  particular.  nat  they  have  practiced 
throughout  their  lives,  we  would  go  along  with  that.  "  (RCS5) 
Three  of  the  ten  long-term  care  managers  did  not  feel  they  had  the  autonomy  to  make 
arrangements  to  comply  with  Marie's  wishes,  therefore  suggesting  that  it  should  be  a 
medical  decision.  However,  all  three  stated  that  they  would  point  out  her  medical 
preference  to  the  doctors.  There  was  a  general  scepticism  by  all  three  managers  that  the 
medical  staff  would  comply  with  Marie's  Values  History  unless  family  members 
advocated  for  her  and  arranged  for  a  private  homeopath. 
Interestingly  one  GP  who  had  been  the  responsible  medical  officer  for  a  large  nursing 
home  for  several  Years  stated  that  he  had  'never  known'  of  any  of  his  patients  to  receive 
homeopathic  treatment  and  did  not  know  if  any  of  them  practiced  it  before  entering  care. 
This  is  interesting  given  the  statistics  that  10%  of  the  population  regularly  use 
complementary  therapies  (Thomas  et  al.,  2001).  From  these  figures  it  could  be  assumed 
that  at  least  some  of  his  residents  would  have  favoured  homeopathy  in  the  past,  prior  to 
being  admitted  into  long  term  care. 
233 The  remainder  of  this  chapter  explores  issues  around  'end  of  life'  decisions,  firstly  by 
way  of  engaging  with  people  with  dementia  to  discuss  their  feelings  and  secondly  by 
using  Marie's  Values  History  to  stimulate  discussion  with  professionals. 
8.4  Discussing  'end  of  life'  decisions  with  people  with  dementia 
Participants  with  dementia  were  asked  if  they  had  any  strong  views  or  values  related  to 
'end  of  life'  decisions.  Whilst  some  literature  suggests  that  many  older  people  appreciate 
greater  openness  and  honesty  about  death  and  dying  (Seymour  and  Hanson  2001; 
Diamond  et  al.,  1989)  it  became  apparent  during  the  interviews  that  the  participants  had 
varying  degrees  of  ease  with  which  they  felt  comfortable  discussing  the  subject.  Some 
appeared  to  be  open  and  relaxed,  whereas  others  came  across  as  being  awkward, 
indicating  they  did  not  want  to  pursue  the  topic  further  or,  as  in  the  case  of  many,  had  no 
views,  choosing  to  leave  future  decisions  up  to  medical  staff  or  to  'go  with  the  flow' 
(Jim). 
Those  who  felt  at  ease  discussing  it  tended  to  make  general  comments  about  being  pain 
free,  dying  at  home  or  with  family  around  them.  According  to  two  participants  with 
dementia  with  contrasting  views: 
"I  keep  thinking  'lord  when  it's  my  time  please  take  me  quicklyý  I've  seen  people  in 
oldpeoples'homes,  just  sitting  there  and  I've  thought...  that's  no  life 
...  if  it  was  me 
I'd  rather  go.  I  would  hate  to  get  to  the  stage  where  I  didn't  know  who  I  was  or 
where  I  was.  My  ambition  is  to  die  in  my  own  house  in  my  sleep,  but  I  know  that 
we've  got  no  control  over  that.  "(Sylvia) 
"Probably  I  would  hope  they  did  everything  they  couldfor  me  to  keep  me  alive. 
I  imagine  I  wouldn't  want  to  know  if  there  was  anything  seriously  wrong  with  me. 
(Robert) 
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in  nursing  homes  to  the  extent  that  she  had  thought  in  depth  about  the  latter  stages  of  the 
illness  and  had  strong  views  about  how  she  would  like  to  die.  Robert,  on  the  other  hand, 
although  he  was  aware  that  he  had  dementia,  previously  claimed  that  'as  far  as  I  know  if  I 
don't  think  about  it  I  don't  have  it'  indicating  a  totally  different  approach  to  coping  with 
the  diagnosis  and  not  wanting  to  know  if  he  had  any  serious  conditions. 
In  line  with  Robert's  views,  approximately  half  the  participants  claimed  they  had  never 
thought  about  the  end  of  their  lives  and  two  people  questioned  the  reasons  why  they  were 
being  asked,  one  appearing  upset.  As  highlighted,  this  differed  from  other  studies.  For 
example,  Diamond  et  al  (1989)  interviewed  thirty-nine  older  people  recently  admitted 
into  nursing  homes  and  found  that  the  majority  willingly  stated  their  preferences 
regarding  the  end  of  their  lives.  However,  it  is  possible  that  participants  within  their 
study  were  more  able  to  imagine  death  and  dying,  because  they  were  living  in  nursing 
homes  and  possibly  closer  to  death.  Participants  within  this  study  were  reasonably 
independent  and  living  in  their  own  homes. 
The  participant  who  was  upset  appeared  to  have  a  degree  of  emotional  liability  and  was 
also  upset  when  discussing  the  prognosis  of  the  illness.  Clearly  when  addressing  this 
issue  tact  and  sensitivity  were  required,  on  the  one  hand  allowing  the  person  with 
dementia  the  opportunity  to  express  their  views,  but  on  the  other  hand  not  forcing  them  to 
discuss  the  topic,  or  making  them  feel  awkward.  This  was  similar  to  other  sections  in  the 
Values  History,  in  particular  discussing  future  care  and  the  implications  of  the  diagnosis. 
As  highlighted,  some  of  the  people  with  dementia  were  able  to  express  clearly  how  they 
felt  about  the  end  of  their  lives.  One  person  was  Marie  who  had  a  strong  belief  in  God 
and  recorded  in  her  Values  History  that  she  did  not  believe  in  any  form  of  euthanasia, 
believing  that  life  was  'sacred'  and  a  'gift  from  god'.  Shealsostated: 
"It's  about  quality  of  life.  I  would  hate  to  be  kept  alive  beyond  my  natural  time, 
especially  if  I  couldn't  speak  or  lost  my  motions.  I  would  ratherjust  slip  away.  It's 
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recovery.  I  would  hate  to  be  in  pain  and  would  want  gOodpain  relief  " 
Whilst  Marie  did  not  believe  in  euthanasia  she  clearly  stated  that  she  would  not  want  to 
live  beyond  her  'natural  time'.  In  keeping  with  the  ethos  of  Values  Histories  she  did  not 
go  into  minute  details  of  specific  treatments  she  would  or  would  not  want,  which  would 
be  more  in  keeping  with  a  living  will.  (As  highlighted  she  had,  in  fact,  completed  an 
advanced  directive,  but  it  was  specifically  in  relation  to  blood  transfusions  and  not  end  of 
Ii  fe  care). 
Because  of  Marie's  strong  feelings  it  was  therefore  decided  to  highlight  her  comment,  as 
recorded  in  her  Values  History  (appendix  11)  and  share  this  with  professionals,  with  a 
view  to  eliciting  their  views  on  whether  they  thought  it  would  have  any  impact  on  her 
future  care  should  her  condition  deteriorate. 
8.5  Marie's  Vignette 
Professional  participants  were  given  the  scenario  that  Marie's  condition  had  deteriorated 
to  the  extent  that  she  was  admitted  into  a  nursing  home.  They  were  informed  that  she  had 
become  doubly  incontinent,  was  unable  to  walk  and  relied  on  staff  for  full  nursing  care. 
They  were  also  informed  that  she  had  suffered  a  stroke  and  lost  her  swallowing  reflex. 
They  were  next  informed  that  staff  were  faced  with  the  decision  to  peg  feed 
(Percutaneous  Endoscopic  Gastrostomy)  her  to  keep  her  alive  or  to  let  her  die.  In  the 
USA  much  of  the  research  shows  that  people  with  very  advanced  dementia  receive 
aggressive  interventions  in  the  terminal  stages  of  the  illness  (Mitchel,  2003).  However, 
in  the  UK  this  procedure  is  more  common  in  care  of  older  people  in  acute  hospitals  and, 
similar  to  many  invasive  procedures,  related  to  family's  expectations  for  'treatment'  for 
their  relative.  Whist  it  is  recognised  that  the  procedure  may  sustain  life,  families  often 
feel  they  have  been  rushed  into  the  decision  and  thereafter  can  be  faced  with  a  more 
difficult  ethical  dilemma  of  withdrawing  the  tube  (Cook  and  Cox,  2002).  Furthermore  it 
has  been  suggested  that  while  late  stage  dementia  is  fairly  rapid  without  tube  feeding  an 
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years  (Peck  et  aL,  1990). 
The  section  was  therefore  highlighted  in  Marie's  Values  History,  in  which  she  stated  that 
she  wanted  to  'die  at  her  natural  time'  and  'would  not  want  her  life  sustained',  although 
she  specifically  stated  that  she  did  not  believe  in  euthanasia.  Initially  participants  were 
asked  if  they  felt  it  would  be  relevant  to  refer  to  the  Values  History  if  they  were  involved 
in  her  care  at  that  time. 
The  vast  majority  of  participants  claimed  that  they  would  refer  to  the  document  should 
Marie's  condition  deteriorate,  and  they  all  felt  that  it  would  lead  to  discussion  about  what 
she  would  want  if  she  was  reaching  the  end  of  her  life.  'Going  by  her  wishes',  'her 
choice'  and  focussing  on  'the  person'  or  'the  individual'  were  cited  as  reasons  for 
referring  to  the  document.  The  majority  of  participants  reported  that  they  would  have 
hoped  that  discussions  would  have  taken  place  with  her  family  whilst  completing  the 
document  so  that  they  were  aware  of  her  thoughts  before  the  situation  arose.  The  vast 
majority  of  participants  felt  to  a  greater  or  lesser  degree  that  the  statement  'should' 
influence  decision-making  about  her  end  of  life  treatment.  Some  also  expressed  the 
opinion  that  the  Values  History  would  'relieve'  care  staff  of  the  burden  of  having  to 
decide  what  was  in  her  interests  and  help  point  them  in  the  right  direction.  Two  typical 
comments  included; 
"I  think  going  back  to  it  (the  Values  History)  frees  up  a  lot  ofyour  responsibility, 
when  you  can  keep  referring  back  to  the  person's  wishes.  "(Vol  1) 
"They're  making  these  choices  without  background  information  from  the  person 
and  it  must  be  difficultfor  them  to  make  that  decision 
..  I  think  ifconsultants  had  this 
document  in  black  and  white.  "  (NH2) 
Only  three  professionals  stated  that  they  did  not  feel  it  was  appropriate  to  refer  to  the 
document  for  end  of  life  issues.  The  main  reason  cited  by  all  three  was  that  Marie's 
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voluntary  manager  who  was  very  positive  about  other  aspects  of  the  document: 
V  think  at  this  stage  Id  come  awayfrom  the  document.  We  can  say  a  lot  of  things 
and  we  can  change  our  minds  in  older  age.  Id  trust  the  professional  people  to 
make  that  decision.  "  (Vo14) 
This  is  also  one  of  the  recognised  criticisms  of  advanced  directives  (Rich,  1998),  in  that 
people  can  change  their  minds  when  faced  with  a  situation  that  they  had  only  'imagined 
in  the  past'  (Nagai,  1979).  It  is  interesting  that  in  relation  to  Marie's  choice  for 
homeopathy  and  the  vignettes  concerning  'appearance'  and  'spiritual  aspects'  she  felt 
strongly  that  her  past  wishes  should  be  adhered  to,  possibly  because  these  were  life  long 
values  and  not  a  hypothetical  situation  which  the  person  had  never  experienced.  On  the 
other  hand  some  who  were  sceptical  about  the  maintenance  of  other  values  had  stronger 
feelings  about  complying  with  her  end  of  life  wishes. 
Although  the  majority  felt  that  the  document  'should'  be  referred  to,  there  were  varying 
strengths  of  feeling  concerning  complying  with  her  wishes.  The  majority  were  very 
positive  in  their  comments,  to  the  extent  that  they  stated  they  would  advocate  for  the 
person  and  actively  try  to  put  forward  her  wishes  to  others  in  the  team.  Examples  of 
positive  comments  included: 
"Definitely.  It's  a  huge  decision  that  the  person  has  made  and  I  would  go  along 
with  it.  "  (SW2) 
"Yes  I  think  nurses  would  take  this  on  board.  We've  changed  over  the  years  and 
see  ourselves  fighting  for  the  patients  and  what  the  want.  You  can't  follow  the  Y 
person's  every  instruction  but  at  least  they  should  be  discussed.  "  (NH5) 
Some  felt  that  her  wishes  should  be  read  and  listened  to,  but  treated  cautiously  (similar  to 
the  group  who  did  not  feel  the  document  was  appropriate  for  end  of  life  decisions). 
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patient's  past  wishes  in  other  aspects  of  the  Values  History, 
"Yes  you  would  still  have  to  look  at  it  and  look  at  what  she  said,  but  you  would  have 
to  explore  further  and  remember  that's  what  she  said  at  the  time.  You've  got  to 
remember  at  what  stage  in  their  lives  they've  made  these  decisions.  "  (Psych2) 
The  vast  majority  of  staff  felt  that  Marie's  statement  indicated  that  she  would  not  wish  to 
be  peg  fed  and  that  by  doing  so  would  be  going  against  her  wishes  to  die  naturally. 
However,  two  participants  felt  that  it  would  be  a  form  of  euthanasia  to  deprive  Marie  of  a 
peg  feed  if  it  was  to  keep  her  alive,  in  the  same  way  that  depriving  someone  of 
medication  could  lead  to  the  person's  ultimate  death. 
To  ascertain  whether  the  Values  History  would  'stand  alone'  the  question  was  further 
developed  to  ascertain  if  Marie's  family  specifically  requested  that  she  was  peg  fed  and 
they  were  involved  in  her  care,  would  the  family's  wishes  or  the  person's  recorded 
feelings  be  more  relevant  in  deciding  treatment. 
The  majority  of  participants  stated  that  the  person's  views  'should'  be  paramount,  but 
over  half  the  participants  felt  that  the  family's  views  would  have  more  of  an  influence  on 
the  medical  staff  than  the  Values  History  and  the  eventual  outcome.  Most  of  them  stated 
they  would  use  the  Values  History  as  a  means  of  discussing  the  person's  wishes  with  the 
family,  using  it  to  'remind  the  family'  of  the  person's  values  and  to  try  to  persuade  then 
to  go  along  with  Marie's  wishes.  Three  comments  included: 
"I  wouldpoint  out  that  it  was  quite  clear  in  her  Value  History,  but  Id  leave  it  with 
them  and  if  they  wanted  to  go  ahead  I  think  it  would  be  up  to  them.  I'm  not  God 
either  so  I  couldn't  make  the  decision.  "  (CPN2) 
"I  would  like  to  see  this  listened  to  but  realistically  I  think  it  would  be  the  family 
who  would  decide.  "  (DN2) 
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overrule  it  ... 
but  they  shouldn't  really.  "  (Vo12) 
Each  of  these  comments  alludes  to  the  Values  History  being  used  as  a  means  of 
communicating  with  relatives.  It  is  interesting  that  the  initial  aim  of  Values  Histories  was 
to  convey  the  person's  feelings  to  professionals;  however,  these  statements  indicate  that  it 
could  also  be  used  to  convey  feelings  to  relatives,  who  potentially  have  more  influence 
over  decision-making. 
Several  professionals  questioned  the  legalities  of  the  document,  suggesting  that  if  the 
person  signed  the  document  it  would  have  more  authority.  Two  GPs  suggested  that  if  it 
was  signed  and  'more  formal'  they  would  be  more  influenced  by  it,  and  in  a  stronger 
position  to  comply  with  the  person's  wishes  and  ultimately  go  against  the  family's 
wishes.  They  stated: 
"Undoubtedly  I  would  refer  to  it,  but  I  would  hope  at  some  stage  they  would  make  it 
moreformal,  which  would  make  things  easier  to  carry  out  at  the  time.  "  (GP5) 
"IfI  had  this  document  and  it  was  signed  I  would  go  by  that.  Itwouldbe  taken  out 
oftheirhands.  As  long  as  it  was  legal  I  wouldn't  go  against  her  wishes.  "  (GP  1) 
Two  consultant  psychiatrists  had  opposing  views  about  the  consequences  of  going  along 
with  the  person's  wishes  as  opposed  to  the  families.  They  stated: 
"I'd  try  to  discuss  it  with  the  family  and  bring  her  views  in  to  it,  but  it's  a  difficult 
situation  because  living  wills  don't  have  any  validity  legally,  and  I  suppose  to  go 
against  the  families'  wishes  could  have  legal  consequences.  Id  need  to  seek  legal 
advice.  "  (Psych2) 
'7  think  if  it  was  a  vague  or  informal  statement  you'd  have  to  go  by  the  family.. 
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It  is  interesting  that  the  first  psychiatrist  stated  that  living  wills  have  no  legal  validity, 
whereas  the  second  indicated  that  he  would  go  along  with  the  document  if  it  was  signed 
by  the  person,  indicating  that  legally  he  would  feel  in  a  stronger  position.  (As  discussed 
in  chapter  one,  advanced  directives  are  legally  valid  under  Common  Law  as  long  as 
specific  criteria  are  met).  The  first  psychiatrist  stated  she  would  feel  more  duty  bound  to 
go  by  the  relative's  wishes,  whereas  the  second  explained  that  he  would  be  more 
influenced.  He  further  stated: 
"Yes  I  would  tend  to  go  with  the  patient's  wishes  very  much  so.  Again  going  back 
to  the  getting  sued  hit.  I  think  you  would  be  more  likely  to  be  sued  if  you  went 
against  the  person's  wishes.  "  (Psych  1) 
One  of  the  underlying  themes  of  this  part  of  the  research  seemed  to  indicate  that  many  of 
the  professionals  had  their  own  strong  values  regarding  sustaining  life  with  a  peg  feed, 
and  perhaps  their  strong  views  in  favour  of  Marie's  case  were  related  to  their  own  beliefs. 
The  majority  of  staff  indicated  that  they  agreed  with  Marie's  stance  about  not  having  her 
life  sustained  and  they  felt  it  would  be  wrong  to  keep  her  alive  with  no  quality  of  life. 
Two  examples  included: 
"Life  is  about  quality  and  once  you've  lost  your  swallowing  reflex  you  shouldjust 
be  keeping  them  comfy.  "  (GP  1) 
"Yes  it's  something  I  would  relate  to  mysetrand  something  that  Ifeel  very  strongly 
about  that  I  wouldn't  want  my  life  to  be  sustained  to  live  in  a  vegetative  state.  " 
(SWI) 
Akin  to  this,  other  studies  have  shown  that  many  staff  working  with  frail  elderly  and 
people  with  dementia  tended  to  favour  non  invasive  procedures  and  symptomatic  relief 
(Cox  and  Cook,  2002).  As  the  research  evolved  some  participants  were  also  asked  if 
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According  to  one  psychiatrist: 
"Yes  they  are  my  own  views,  hut  peg  feeding  is  drastic  and  people  can't  give 
consent  and  don't  understand  why  they  have  a  tube  in  them.  It's  difficult  not  to  take 
ý  Your  own  views  into  it.  "  (Psych  1) 
Towards  the  end  of  the  research  an  additional  question  was  asked  to  some  of  the 
participants  who  expressed  positive  responses  about  Marie's  Values  History.  They  were 
asked  if  she  had  said  the  opposite,  in  that  if  in  the  Values  History  she  had  stated  she 
would  want  her  life  sustained  'under  any  circumstances',  would  they  advocate  as  strongly 
for  her.  Berhmans  (1997),  for  example,  suggests  that  proxies  can  underestimate  the  zeal 
that  some  older  people  have  for  life,  and  suggests  that  some  proxies  can  wrongly  assume 
that  the  person  would  forgo  curative  interventions.  All  five  reported  that  they  would  still 
go  along  with  her  Values  History,  although  some  were  perhaps  less  enthusiastic  in  their 
responses. 
Some  participants  also  expressed  the  opinion  that  decisions  regarding  whether  to  peg  feed 
or  not  were  dependent  upon  the  personal  preferences  of  the  consultants.  This  was 
validated  by  one  ward  manager,  who  stated,  that  in  the  case  of  one  patient  who  had 
completed  an  advanced  directive: 
"It  was  completely  overruled.  It  wasn't  even  discussed.  It  was  awful.  "  (NH5) 
This  however  appeared  to  be  an  isolated  case  as  all  the  other  long  term  care  managers  felt 
that  decisions  were  made  by  'the  teams'  and  families  were  consulted  before  any 
procedures  took  place,  with  most  feeling  that  the  Values  History  would  be  referred  to  by 
all  involved  in  the  person's  care.  Interestingly  the  British  Medical  Association  suggest 
that  although  families  have  a  key  role  in  end  of  life  decisions,  the  'treating  team'  has  the 
ultimate  responsibility  for  decision  making  (BMA,  2003).  The  isolated  case  however 
indicates  that  in  some  cases  the  outcome  of  'the  team'  could  depend  on  the  individual 
242 personality  of  the  consultant  and  whether  or  not  they  refer  to  the  rest  of  their  team. 
8.6  Summary 
This  chapter  showed  that  although  approximately  half  of  the  participants  with  dementia 
had  no  strong  values  and  were  content  to  leave  future  decisions  up  to  medical  staff  and 
their  families,  some  were  able  to  go  into  more  detail  and  appeared  to  appreciate  the 
opportunity  to  document  their  views.  In  particular,  two  participants  admitted  their  fears 
about  being  in  hospital  and  one  person  documented  her  religious  feelings  behind  her 
refusal  to  accept  a  blood  transfusion.  Others  documented  their  feelings  about 
complementary  therapy  and  end  of  life  decisions.  Moreover,  several  stated  they  needed 
more  time  for  discussion  during  consultations,  due  to  the  dementia  and  communication 
difficulties.  Clearly  these  aspects  could  have  implications  for  medical  treatments  or 
should  they  be  admitted  into  long-term  care  the  future. 
Another  theme  to  emerge  was  the  degree  to  which  the  person  should  be  prompted  to 
think  about  'end  of  life'  issues.  As  noted,  some  enthusiastically  appreciated  the 
opportunity  to  articulate  their  views,  whereas  others  felt  threatened  or  were  ambivalent. 
This  has  implications  for  the  interviewer  in  terms  of  getting  a  balance  between  allowing 
the  individual  the  opportunity  to  discuss  delicate  matters,  but  not  forcing  them  to  talk 
about  situations  they  feel  uncomfortable  discussing  or  have  not  thought  about.  This  was 
similar  to  'discussing  the  future'  in  chapter  five  and  is  further  explored  in  chapter  ten. 
Again  the  theme  of  how  honest  people  with  dementia  can  be  when  recording  their 
opinions  emerged  in  this  chapter.  Documenting  poor  relationships  with  medical  staff 
emerged  as  a  possible  area  where  some  people  with  dementia  could  not  be  honest, 
possibly  in  case  it  further  strained  relationships  with  their  doctor  should  they  read  the 
person's  Values  History. 
Finally,  when  exploring  'end  of  life'  decisions  and  homeopathy,  Marie's  vignette  showed 
that  the  majority  of  professionals  felt  impelled  to  go  by  her  previous  wishes.  With 
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it,  many  felt  that  if  she  did  not  have  family  to  represent  her  wishes  it  would  not  happen  if 
she  was  admitted  into  long  ten-n  care.  Indeed,  although  most  medical  staff  were  sceptical 
of  homeopathy  and  would  not  actively  arrange  it,  they  would  not  object  to  family  or 
residential  home  staff  calling  in  an  independent  practitioner.  Clearly  this  indicates  that  a 
Values  History  with  the  support  of  family  is  more  a  more  effective  way  to  empower 
person  with  dementia  than  the  Values  history  alone.  However,  unlike  the  homeopathic 
issue  where  medical  staff  would  have  'no  objections'  to  Marie  receiving  homeopathic 
treatment,  in  the  case  of  end  of  life  decisions  most  would  'actively'  advocate  for  her 
wishes.  It  was  difficult  to  say  whether  their  feelings  were  stronger  because  her  values 
were  similar  to  their  own  or  because  the  'end  of  life'  issue  was  seen  as  a  more  important 
'past  wish'. 
Similarly,  the  following  chapter  develops  the  theme  of  'past  wishes'  versus  'here  and 
now'  in  relation  to  people  with  dementia's  general  values  and  whether  the  Values  History 
would  influence  their  care. 
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9.1  Introduction 
Whilst  the  last  chapter  explored  the  issues  in  relation  to  people  with  dementia  discussing 
their  feelings  about  medical  treatments,  this  chapter  looks  more  generally  at  values  and 
aspects  of  their  lives  which  the  individuals  feel  are  important  to  them.  The  chapter  also 
explores  whether  professional  participants  would  find  this  information  useful,  especially 
when  planning  care  for  people  with  dementia. 
To  facilitate  discussion  with  the  professional  participants,  sections  were  highlighted  in 
Sylvia's  and  Marie's  Values  Histories.  Sylvia's  section  highlighted  the  importance  she 
placed  on  her  appearance  and  Marie's  section,  the  importance  that  her  faith  played  in  her 
life.  In  both  cases  situations  were  explored  where  professionals  were  asked  to  'imagine' 
that  Marie  and  Sylvia  had  lost  insight  into  their  condition  and  staff  had  to  rely  on  the 
information  in  their  Values  Histories. 
Before  considering  the  professionals'  views  as  to  whether  or  not  the  information  would 
have  any  impact,  it  is  imperative  to  start  with  the  person  with  dementia  and  examine  the 
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that  the  aim  of  this  section  is  not  to  compare  the  values  of  people  with  dementia,  but 
evaluate  the  feasibility  of  engaging  with  them  to  document  their  values. 
9.2  Recording  values  of  people  with  dementia 
Initially  participants  with  dementia  were  asked  if  they  had  any  'deep  rooted'  values 
which  they  considered  important  in  their  lives  (Ogletree,  1995).  Some  were  able  to 
articulate  their  views  quite  easily  without  any  encouragement,  in  particular  the 
importance  that  their  families  played  in  their  lives.  Moreover,  many  seemed  to  associate 
values  with  having  a  religious  belief  and  described  the  varying  levels  which  their  faith 
held  in  their  lives.  Recording  spiritual  values  is  explored  in  more  detail  in  section  9.3. 
Values  such  as  independence,  privacy,  being  treated  with  dignity,  honesty,  kindness  and 
manners  were  also  expressed  by  the  participants  and  easy  to  define  as  values  or  'deep 
rooted  beliefs'.  However,  other  aspects  such  as  love  of  sport  or  music,  physical 
appearance  and  preferred  company  could  not  be  defined  as  values  as  such  but  were 
considered  equally,  and  in  some  cases  as  more  important  to  some  of  the  participants.  An 
example  of  this  was  Bill's  love  of  music.  He  stated: 
"Music  has  been  my  life  and  there  has  never  been  any  point  in  trying  to  discover 
anythingelse.  I  love  music,  good  music...  operatic  and  classical.  I  listen  to  Classic 
FM  every  morning  and  that  sets  me  up  for  the  rest  of  the  day.  Mozart,  operas, 
Scottish  songs,  light  classic  and  musical  comedy...  these  are  what  I  enjoy.  "  (B  i  11) 
Whereas  this  could  not  be  classified  simply  as  a  'value'  or  'deep  routed  belief  as  defined 
by  Ogletree  (1995),  it  could  possibly  be  defined  as  a  'preference'.  However,  Ogletree 
states  that  preferences  were  'more  likely'  to  change  over  time,  whereas  values  would 
more  often  remain  static.  Therefore,  it  could  be  argued  that  whilst  Bill's  taste  in  music 
could  change,  his  love  of  music  was  intrinsic  to  his  personality  and  enjoyment  of  life. 
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case  of  the  majority  of  participants  it  was  only  when  other  themes  were  explored 
throughout  the  course  of  the  interviews  that  their  values  became  apparent.  An  example 
of  this  was  Mary,  who  initially  found  it  difficult  to  articulate  what  was  important  to  her 
and  did  not  feel  she  had  any  particularly  strong  values.  However,  when  she  discussed  her 
thoughts  about  medical  treatments  it  became  apparent  that  she  had  very  strong  feelings 
about  people  being  honest  with  her,  not  just  in  medical  situations  but  in  general.  She 
stated: 
"Honesty  is  very  important  to  me.  I  like  people  who  are  dealing  with  me  to  he 
honest.  I  don't  like  heingfooled  or  'taken  round  the  corner'  Even  ifyou  don't  agree 
about  something  I  would  rather  the  person  was  honest 
...... 
I  would  rather  you  came 
in  and  told  me  all  the  bad  things  you'd  done  than  tell  me  stories  that  are  not  true.  " 
(Mary) 
Another  example  of  this  was  Elizabeth,  who  also  initially  stated  that  she  did  not  have  any 
strong  values.  Throughout  the  course  of  the  interviews,  particularly  when  she  was  asked 
how  she  liked  to  spend  her  time,  it  became  apparent  that  privacy  was  very  important  to 
her  and  her  need  to  spend  time  alone.  She  stated: 
"I  need  time  to  myself  Ialwayshave.  "en  Iwas  a  wee  girl  Iwouldspend  hours 
alone  in  my  room.  Even  now  I  need  time  in  my  bedroom  by  myself,  awayfrom  my 
husband,  not  doing  anything  really.  -Just  mucking  about  and  tidying  up.  " 
(Elizabeth) 
Similarly,  Kane  and  Degenholtz  (1997),  in  their  study  which  examined  values 
assessments  of  older  people,  found  that  many  case  managers  preferred  to  integrate  values 
questions  within  their  general  assessments  rather  than  ask  fixed  questions.  Whilst  Kane 
and  Degenholtz  suggest  that  this  approach  is  not  reliable,  as  the  interviewer  cannot 
assume  that  the  person  will  reveal  their  values,  this  study  showed  that  for  some 
participants  a  non  direct  approach  is  more  effective  for  revealing  their  values.  in 
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drawing  out  participants'  values  was  the  type  of  company  they  favoured.  For  example, 
Walter,  who  again  did  not  feel  he  had  particularly  strong  values,  stated  he  had  a  strong 
aversion  to  people  swearing  and  discussing  sexual  matters.  According  to  Ogletree  (1995) 
this  could  be  defined  as  a  'disvalue'.  The  participant  stated  that  he  was  not  religious  and 
although  he  worked  in  factories  all  his  life  where  he  had  to  'put  up'  with  swearing,  he 
was  selective  about  the  company  with  whom  he  chose  to  socialize.  He  stated: 
"I  don't  like  arguing  or  people  swearing.  IfI  go  into  a  pub  and  men  arefighling  or 
swearing  I'll  getup  and  sit  in  the  corner.  Jean  will  walkaway  too.  Idon'llike'sex 
talk'either.  "  (Walter) 
Similar  feelings  were  expressed  more  commonly  by  those  with  strong  religious  values. 
On  the  other  hand  one  participant  (Howard)  who  was  very  involved  in  his  church,  did  not 
have  any  strong  views  or  objections  to  people  swearing  or  the  type  of  company  he 
favoured,  although  he  did  see  this  as  a  gendered  issue.  Howard  stated: 
"You  shouldn't  condemn  them...  I  was  in  the  armyforfour  years  and  at  work  too. 
It's  a  male  thing.  Most  people  are  different  and  have  different  ideas.  It  doesn't 
make  them  bad.  "  (Howard) 
These  two  examples  highlight  the  varying  degree  of  values  that  participants  expressed 
which  could  be  seen  by  some  as  inconsistent  with  their  backgrounds.  For  example,  some 
participants  who  attended  church  on  a  regular  basis  did  not  necessarily  believe  in  God, 
attending  perhaps  for  the  social  element,  whereas  some  who  did  not  attend  church  on  a 
regular  basis  appeared  to  have  a  strong  faith  in  God. 
To  clarify  continuity  of  the  values  expressed  by  participants  they  were  asked  again  during 
their  second  interview  about  values  and  aspects  of  their  lives  that  were  important  to  them. 
Some  people  with  dementia  recalled  the  contents  of  the  first  interviews  whereas  some 
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exception  of  one  participant,  each  person  expressed  similar  values  to  the  ones  they  had 
expressed  during  their  first  interview,  often  expanding  upon  their  values  or  giving 
additional  information.  This  was  interesting  because,  whereas  some  were  inconsistent 
when  discussing  the  future  and  possible  care,  they  were  consistent  when  it  came  to 
discussing  their  values. 
Similarly,  Whitlatch  et  al  (2005)  interviewed  III  people  with  cognitive  impairment  and 
found  that  over  the  course  of  two  interviews  those  with  mild  to  moderate  impairment 
were  able  to  respond  consistently  to  questions  about  demographics  and  basic  preferences. 
However,  it  should  be  noted  that  Whitlatch  et  al  only  asked  basic  multiple  choice 
questions,  which  allowed  them  quantify  their  findings.  By  using  a  qualitative 
methodology  this  study  was  able  to  identify  that  values  were  expressed  consistently  in 
free  flowing  interviews  and  therefore  likely  to  be  important  to  the  participants.  Likewise, 
Smallwood  (1997)  interviewed  II  people  with  dementia  and  concluded  that  issues  of 
lasting  significance  were  more  likely  to  be  repeated  in  a  second  interview  than  passing 
concems. 
Carers'  perceptions  of  the  accuracy  of  the  individuals'  recorded  values  were  largely 
positive  with  all  stating  that  they  felt  the  information  recorded  in  the  documents  was 
accurate.  This  is  in  contrast  to  the  'background  information'  in  which  many  of  the 
Values  Histories  needed  minor  corrections  or  gaps  filled  in.  Some  expressed  surprise  that 
their  relatives  were  able  to  give  so  much  information  about  their  values  and  some  stated 
that  they  were  unaware  of  the  strong  feelings  that  the  individuals  that  they  cared  for  had 
about  certain  values.  In  such  cases  the  carers  tended  to  acknowledge  that  the  person  had 
strong  feelings,  but  they  had  'never  thought  about  it'  or  only  realised  after  it  was  pointed 
out  to  them. 
An  example  of  this  was  Howard's  daughter  who  stated: 
"Yhere  were  one  or  two  things  I  hadn't  realised,  but  I  should  have  known.  There 
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help  started  I  wished  she'd  let  him  do  the  shopping  because  I  can  see  that's 
important  to  him.  "  (Howard's  daughter  in  law) 
Therefore,  Howard's  daughter  inferred  that  she  knew  within  herself  how  important  it  was 
for  her  father  to  remain  independent,  but  seeing  the  information  recorded  in  the  Values 
History  had  made  her  think  about  it.  On  the  other  hand  some  carers  were  often  able  to 
point  out  values  that  the  person  had  omitted  to  record  in  their  Values  History.  In  such 
cases  they  reminded  the  person,  allowing  them  to  express  and  expand  upon  the  values  in 
their  own  words.  An  example  of  this  was  Elizabeth,  as  previously  referred  to,  who  did 
not  feel  she  had  any  strong  values.  However,  her  daughter  pointed  out  to  her  mother  that 
she.  was  very  open  minded  and  non  judgmental  of  others.  This  prompted  Elizabeth  to 
speak  about  her  liberal  attitudes  and  how  she  'hated'  any  form  of  bigotry  or  cruelty, 
which  she  admitted  were  very  strong  feelings.  It  is  noteworthy  that  had  her  daughter  not 
prompted  her,  this  information  could  have  been  missed. 
Another  example  was  Malcolm,  from  the  pilot  study.  Although  Malcolm  stated  in  his 
Values  History  that  his  living  environment  was  important  to  him,  upon  reading  his 
Values  History,  his  wife  felt  it  was  not  expressed  strongly  enough.  She  reminded 
Malcolm  that  he  would  only  consider  staying  in  very  good  quality  hotels  whilst  on 
holiday  and  'could  not  stand'  inferior  service.  Therefore,  Malcolm  was  able  to  express 
how  important  it  was  for  him  to  live  in  'pleasant  surroundings',  how  he  'detested'  bad 
manners  and  also,  again  after  being  prompted  by  his  wife,  how  he  felt  very  irritable  in  a 
noisy  environment  and  liked  tranquility.  Again  these  were  strong  values  which  could 
have  been  missed  had  his  wife  not  prompted  him. 
One  of  the  suggested  sections  to  be  completed  in  the  Values  History  is  'spiritual  and 
religious  beliefs'.  The  following  section  explores  the  feasibility  of  documenting  spiritual 
values  with  the  participants  with  dementia. 
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Participants  were  given  the  opportunity  to  comment  on  whether  they  felt  it  was  too 
intrusive  or  personal  for  them  to  discuss  their  religion,  although  found  this  not  to  be  the 
case.  In  contrast  Kane  and  Degenholtz  (1997)  found  that  a  large  proportion  of  care 
managers  felt  that  asking  clients  about  their  values  was  too  intrusive.  But  this  study 
indicates,  this  was  a  false  assumption  by  the  case  managers  and  possibly  related  to  their 
own  insecurities  or  perceptions  of  how  clients  would  feel.  However,  although 
participants  did  not  find  the  questions  intrusive,  some  questioned  why  others  would  want 
to  know  how  they  felt  about  such  matters,  believing  they  would  still  be  able  to  express 
their  views  in  the  future,  even  if  their  condition  deteriorated.  This  group,  who  possibly 
had  a  lower  level  of  awareness  into  their  condition,  felt  the  same  about  Values  Histories 
in  general  -  hoping  or  believing  that  they  would  be  able  to  express  how  they  felt  in  the 
future  and  that  their  condition  would  possibly  not  deteriorate  to  that  extent. 
Other  participants,  particularly  those  who  had  a  higher  level  of  awareness  that  their 
condition  could  deteriorate,  appeared  to  appreciate  that  a  time  might  come  when  they 
would  not  be  able  to  express  their  thoughts.  The  majority  of  participants  who  had  a 
particularly  strong  faith,  or  were  from  a  non  mainstream  religion,  considered  it  very 
important  that  their  beliefs  were  documented.  Indeed,  the  importance  of  this  was 
understood  by  Sylvia,  who  expressed  her  religious  values  very  clearly: 
"Yes,  I  know  it's  in  my  benefit  and  might  help  people  understand  me  more  I'm 
just  glad  I'm  compos  mentis  enough  to  talk  to  you.  "  (Sylvia) 
Only  one  person  later  admitted  to  a  carer  that  she  felt  embarrassed  when  asked  about  her 
faith.  Her  carer  explained  that  the  reason  for  this  was  that  she  did  not  have  any  strong 
beliefs  and  felt  that  it  was  expected  that  she  should.  However,  in  general  participants 
were  able  to  articulate  quite  clearly  whether  or  not  they  had  a  faith  and  how  important  or 
relevant  it  was  in  their  lives.  Similarly,  Katsuno  (2003)  interviewed  23  people  with  early 
stage  dementia  to  explore  how  their  spirituality  helped  them  cope  with  having  dementia 
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However,  as  with  the  majority  of  qualitative  studies  involving  people  with  dementia, 
participants  were  selected  who  had  a  willingness  to  share  their  experiences  and  therefore 
it  cannot  be  generally  presumed  that  all  people  with  dementia  would  be  willing  to  discuss 
spiritual  aspects  of  their  lives. 
Similar  to  the  accuracy  of  values  in  general,  all  the  carers  agreed  that  the  information  in 
the  Values  Histories  accurately  represented  the  participants'  thoughts  on  spiritual  matters. 
One  carer  stated  that  she  had  always  known  how  important  her  mother's  faith  was  to  her, 
but  that  by  seeing  it  documented  made  her  take  cognizance  that  it  was  possibly  even 
more  important  than  she  realised.  However,  one  carer  felt  that  the  information  was  too 
personal  and  persuaded  her  husband  to  omit  the  infonnation.  She  stated  that  she  felt  that 
the  information  could  make  support  workers  biased  towards  him,  as  he  was  a  practicing 
Free  Mason,  which  she  felt  could  be  viewed  negatively  by  others.  She  stated: 
"Aat's  the  only  thing  that  I  don't  want  in.  I  think  it's  hetween  him  and  I  and  no 
one  else.  It  couldgive  afalse  impression  of  Walter  and  it's  not  relevant  to  any  one 
else.  No  one  needs  to  know  that.  "  (Walter's  wife) 
However,  it  should  be  noted  that  during  Walter's  interview  he  reported  that  the  Masonic 
Lodge  was  one  of  the  most  important  aspects  of  his  life,  attending  several  meetings  a 
week.  Although  he  had  no  objections  to  recording  the  information,  he  omitted  it  at  the 
instigation  of  his  wife.  Clearly,  this  raises  the  issue  of  how  honest  some  people  with 
dementia  can  be  when  recording  their  beliefs,  feeling  that  it  could  cause  offence  to  others. 
It  also  raises  the  issue  of  carers  influencing  the  information  documented  in  the  Values 
History,  albeit  with  good  intentions.  The  issue  of  how  honest  people  with  dementia  can 
be  and  carer  influence  on  documenting  values  were  two  of  the  main  themes  to  emerge 
from  the  study  and  are  discussed  in  chapter  11. 
The  following  section  explores  the  extent  to  which  professional  participants  discussed 
and  recorded  the  spiritual  values  with  people  with  dementia. 
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dementia 
The  majority  of  professional  staff  reported  that  they  did  not  record  in  depth  information 
about  how  people  with  dementia  felt  about  spiritual  matters,  tending  to  record  their 
religious  persuasion  and  special  instructions  regarding  their  religion,  such  as  dietary 
restrictions  and  last  rites.  Several  of  the  professionals  involved  with  working  with  people 
in  the  early  stages  of  dementia,  pointed  out  that  they  would  know  the  same  level  of 
information  which  was  recorded  in  the  Values  Histories  about  some  of  the  people  with 
dementia  on  their  caseloads,  especially  if  they  knew  them  well  or  if  the  person  actually 
brought  it  up,  but  would  not  record  it.  Some  individual  professionals  (excluding  GPs) 
also  stated  that  part  of  their  social  or  activities  assessment  would  incorporate  the  spiritual 
components.  It  was  expressed  by  those  professionals  that  if  the  person  was  heavily 
involved  in  their  church  or  attended  a  church  regularly  the  presumption  would  be  that 
they  would  therefore  have  strong  spiritual  values.  However,  one  psychiatrist  pointed  out: 
"Yes  I  know  a  lot  of  my  patients  this  well,  but  I  don't  always  record  it.  In  the 
background,  if  necessary,  theirfaith  maybe,  or  their  church,  but  not  how  important 
it  is.  A  lot  ofpeople  attend  church  but  it  doesn't  mean  anything  to  them.  I  think  its 
spiritual  rather  then  religion,  which  I  would  differentiate  between.  "  (Psych2) 
This  was,  in  fact,  the  case  with  some  participants  with  dementia.  As  previously 
highlighted,  some  attended  church  for  the  spiritual  element,  some  for  social  element,  or 
as  in  the  case  of  one  person,  for  the  choir.  Moreover,  participants  from  a  religious 
background  expressed  varying  attitudes  towards  swearing  and  the  company  they  favored 
or  disliked.  Akin  to  this,  Katsuno  (2003)  reported  that  whilst  some  people  with  dementia 
in  their  study  claimed  to  draw  closer  to  God,  their  faith  becoming  stronger,  others  either 
became  angry  at  God  or  stopped  believing  in  him.  Clearly  this  indicates  that  although 
most  assessments  would  record  whether  or  not  someone  was  a  member  of  a  church  and 
how  often  they  attended,  they  would  not  accurately  reflect  their  motives  for  attending 
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faith  was  in  their  lives. 
GPs  as  a  group,  were  least  likely  to  know  or  record  the  individual's  spiritual  values. 
Whilst  all  GPs  cited  lack  of  time  as  the  main  reason  for  not  recording  spiritual  matters, 
many  did  not  feel  comfortable  or  that  it  was  appropriate  to  discuss  spiritual  matters.  Two 
comments,  which  highlight  these  thoughts,  were: 
"In  a  ten-minute  consultation  it  would  take  years  to  build  up  that  information. 
(GP3) 
'The  region  of  spirituality  is  not  something  you  want  to  bring  in  these  days  because 
you  very  much  don't  wantyour  own  spirituality  to  impact  on  your  carefor  someone. 
I  think  we  shy  awayfrom  it.  "  (GP2) 
As  a  group,  residential  home  staff  appeared  to  record  the  most  information  about  the 
spirituality  of  residents  with  dementia.  Indeed,  several  staff  saw  their  role  as  trying  to 
encourage  the  person  to  continue  practicing  their  faith  after  they  entered  residential  care, 
especially  if  it  had  been  an  important  aspect  of  their  life  prior  to  being  admitted. 
However,  most  of  the  information  came  from  family  and  friends.  A  typical  comment  by 
one  manager  was: 
"Yes  we  do  have  this  information.  We  get  it  mostly  from  family  and  friends, 
although  occasionally  from  the  residents  as  well.  Yhe  good  thing  about  this 
document  is  that  it  comesfrom  the  person.  We  can't  get  itfrom  our  residents  to  that 
degree  and  have  to  rely  on  thefamily.  "  (Res  1) 
In  general,  all  the  professionals  interviewed  felt  it  was  worthwhile  to  have  the  spiritual 
information,  most  feeling  it  would  be  particularly  relevant  for  long-term  care  providers. 
This  was,  in  fact,  the  case  and  long  term  care  providers  were  the  most  enthusiastic  about 
being  recipients  of  the  information.  Two  managers  who  highlighted  this  stated: 
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it  ,s  Very  important  because  you  can't  say  just  because  someone  is  of  a  certain 
religion  that  they  all  should  all  be  treated  the  same  way.  Everyone's  level  of 
religion  is  different.  "  (NH  I) 
"Yes  the  second  that's  she's  admittedyou'd  have  to  put  a  lot  more  thought  into  it. 
When  someone's  admitted  the  social  work  give  you  a  Community  Care  Assessment, 
but  it  doesn't  tell  you  much  about  their  values.  If  we  had  a  church  service  this 
afternoon,  we  wouldn't  give  it  a  thought  ifsomeone  was  a  protestant,  catholic  or  a 
Jew.  We'd  just  take  it  for  granted  that  it  was  an  activity  and  that  they  enjoyed 
singing  carols.  "  (Res5) 
Both  comments  indicated  that  there  is  a  dearth  of  information  about  people  with  dementia 
when  they  are  admitted  into  long-term  care  in  relation  to  their  values  and,  in  particular, 
spiritual  matters.  Indeed,  Rich  (1996:  82)  states  that  by  the  time  an  elderly  person  is 
admitted  into  long-term  care  it  is  'often  too  late  for  a  Values  History'.  The  second 
comment  indicated  that  more  thought  would  be  put  into  planning  care  for  activities  if  this 
type  of  information  was  shared.  Akin  to  this,  a  voluntary  organisation  manager  stated: 
"It  would  be  good  as  a  tool  to  help  appoint  staff.....  for  them  to  see  a  bit  more  about 
the  person.  "  (Vo15) 
This  was  a  view  expressed  by  many  professionals,  not  specifically  related  to  the  spiritual 
values  but  to  the  Value  Histories  documents  in  general.  The  vast  majority  of 
professionals  believed  that  the  background  information  and  knowledge  of  hobbies  and 
personality  traits  would  assist  them  to  match  professional  carers  and  key  workers  to  the 
individuals,  possibly  improving  communication  and  allowing  the  staff  to  engage  with 
them. 
As  highlighted  in  the  introduction,  advocates  of  values  based  assessments  suggest  that 
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following  section  explores,  from  the  professional  participants'  points  of  view,  whether 
they  agree  with  this  thought,  particular  whether  they  view  potential  changes  in 
personality  and  apathy  regarding  the  individuals'  values,  as  a  change  their  values. 
9.5  Professionals'  perceptions  of  values 
Firstly  participants  were  asked  how  they  felt  values  were  formed.  Whereas  some  thought 
that  values  were  formed  from  early  adult  life  and  remained  fairly  static,  others  thought 
that  values  changed  and  evolved  during  adult  life,  as  indicated  by  the  following  two 
comments: 
"You  have  your  values  that  you've  been  brought  up  with  that  your  parents  instilled 
in  you,  to  be  good  and  polite  and  kind  andyou  know  how  to  treat  people.  Ithink 
these  stay  with  you  all  your  life.  "  (Psych5) 
When  you're  younger  it's  more  your  parent's  values,  but  when  you're  older  things 
aren't  black  and  white.  I'm  forty  now  and  I  think  my  values  are  balancing  out.  " 
(DN2) 
However,  the  remainder  (slightly  less  than  half)  felt  it  was  'a  bit  of  both',  in  that  some 
values  would  change  and  some  remain  static.  According  to  one  participant: 
"I  think  some  will  change  and  some  won't.  The  way  you  perceive  things  is  related 
to  how  they  relate  to  you.  Atforty  death  doesn't  relate  to  me  but  at  seventy  and 
eighty  it  will,  seeing  peers  andfriends  dying  becomes  part  of  your  life.  In  saying 
that  I  think  that  religious  beliefs  don't  change.  Yhey're  imprinted  in  your  mind 
You  either  believe  in  God  oryou  don't.  "  (GP  I) 
This  comment  is  interesting  in  that  he  mentions  'age'  as  being  a  factor  in  how  one 
perceives  the  world,  and  alludes  to  facing  one's  mortality  as  being  a  factor  which  could 
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they  became  older,  particularly  from  sixty  five  years  of  age  and  onwards.  Whereas  a 
slight  majority  of  participants  thought  that  people  under  sixty  five  were  forming  and 
changing  their  values,  the  opposite  was  the  case,  in  that  a  slight  majority  felt  that  values 
were  less  likely  to  change  as  people  got  older.  Although  there  was  a  recognition  that 
6some  values'  could  change  the  majority  of  participants  thought  that  strong  values  were 
'less  likely'  to  change  as  a  person  entered  older  years.  One  comment  included: 
"I  think  at  that  stage  you  would  have  gone  though  a  substantial  number  of 
experiences  and  would  befairly  clear  about  where  you  want  to  be  in  life.  "  (GP4) 
Some  also  suggested  that  with  age,  older  people  were  more  confident  within  themselves 
and  more  honest  about  their  values.  According  to  one  social  worker: 
"I  think  when  you're  older  you  can  he  who  You  are.  Olderpeople  tend  not  to  worry 
what  otherpeople  think  and  they  say  what  they  think  when  they  think  it!  "  (SW  1) 
Although  said  with  humour  this  comment  was  echoed  by  several  professionals  that  some 
older  people  are  more  forthright  in  expressing  their  opinions,  having  firmer  and  stronger 
values  than  younger  people.  However,  some  thought  that  values  were  not  related  to  age 
and  felt  that,  as  with  people  under  sixty  five,  it  was  very  much  related  to  'the  individual' 
and  their  attitude  towards  life.  According  to  one  participant: 
"I  think  it's  very  individual.  I've  known  some  whove  moved  with  the  times  and 
accept  that  their  son  or  daughter  is  living  with  someone,  their  grand  daughter 
having  a  child  outwith  wedlock,  whereas  some  are  entrenched  and  won't  change 
with  the  times.  "  (NH2) 
There  was  also  recognition  by  most  participants  that  there  could  be  certain  events  in  an 
older  person's  life  which  could  have  a  major  influence  on  their  values.  Death  of  loved 
ones  was  one  of  the  most  frequently  mentioned  aspects  that  could  change  someone's 
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participants.  Two  participants  who  highlighted  this  stated: 
"I  think  for  most  people  they  stay  fairly  static,  but  there  are  occasions  where 
perhaps  someone  had  a  faith  and  lost  someone  and  the  person  can't  believe  God 
would  allow  certain  things  to  happen  although  that  could  be  a  temporary 
thing  ...  part  of  grief.  "  (Res2) 
"At  that  age  people  contemplate  their  mortality  and  with  retirement  their  priorities 
change,  but  I  think  values  like  morality  and  religious  values  will  be  about  the  same. 
Retirement  is  such  a  huge  life  change.  "  (GP3) 
As  already  highlighted,  only  a  minority  of  participants  thought  that  values  were  'more 
likely'  to  change  as  the  person  entered  older  age  or  'a  new  phase  in  their  life'.  A 
voluntary  organisation  manager  stated: 
"I  think  as  people  become  older  they  develop  new  values.  The  family  shrinks  and 
have  new  interests.  They  don't  want  to  be  a  burden  but  want  to  be  around  them. 
New  thoughtpatterns  develop.  "  (Vol  3) 
Whilst  this  section  looked  at  older  age  in  general,  the  next  section  explores  professional 
participants'  views  more  specifically  in  relation  to  dementia. 
9.5b  Professionals'  perception  of  values-  related  to  dementia 
As  highlighted  in  chapter  three  some  people  with  dementia  can  experience  personality 
changes,  apathy  and,  due  to  memory  impairment,  possibly  'forget'  their  values  (Jacques 
and  Jackson,  2000).  Participants  were  asked  how  they  viewed  perceived  changes  in  a 
person's  values  associated  with  dementia. 
The  vast  majority  of  participants  did  not  view  changes  in  behaviour  as  changes  in  the 
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'forget'  their  values,  had  the  person  not  developed  dementia,  their  values  would  still  be 
the  same.  Two  comments  included: 
"No,  I  would  say  that  if  someone  had  reached  older  age  and  still  had  the  same 
values  throughout  their  life  I  would  say  it  was  the  illness  and  not  a  change.  " 
(CPN2) 
"No  I  would  medicalize  it  ...  it's  not  the  person  who's  thinking  in  an  informed 
intellectual  way.  It  is  a  reaction  to  their  illness  or  the  environment.  "  (Res  1) 
Both  comments  indicated  that  for  values  to  change  the  person  would  have  to  make  a 
conscious  decision,  which  the  person  with  dementia  might  not  be  able  to  make.  The 
second  comment  is  interesting  in  that  it  reflects  some  authors'  views  on  the  process  of 
formulating  personal  values.  For  example,  Verplanken  and  Holland  (2002)  state  that  a 
value  must  be  'cognitively  activated'  and  should  be  central  to  an  individual's  self- 
concept.  Moreover,  many  professionals  stated  that  'lack  of  insight'  and  lack  ofjudgment 
or  understanding  were  reasons  why  values  appear  to  change.  According  to  two 
participants: 
"No  their  whole  world  changes,  they  accepted  before  what  would  not  be  acceptable 
or  never  accepted  the  acceptable.  Yhey  lose  insight  and  don't  have  the  same 
understanding  of  things.  "  (DN3) 
"I  would  make  the  assumption  that  her  ownjudgment,  her  own  mentalfaculties  had 
caused  the  changes  rather  than  a  deliherate  change  in  her  values.  "  (Psych5) 
Several  staff  gave  examples  of  behavioural  changes  associated  with  dementia  which 
could  not  be  perceived  as  changes  in  values,  such  as  previously  mild  mannered  people 
being  aggressive,  losing  social  graces,  neglecting  hygiene  and  previously  religious  people 
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"If  they  lose  their  skills  to  use  a  knife  andfork  and  eat  with  their  hands  they'd  be 
appalled  if  they  could  see  themselves.  Yheir  brains  have  been  compromised.  It  is 
changes  in  their  brain  and  the  same  with  their  values.  "  (NH3) 
Another  reason  cited  by  some  for  perceived  changes  in  values  was  that  some  people  with 
dementia  might  not  be  able  to  communicate  or  articulate  their  values  or  preferences, 
especially  in  the  latter  stages  of  the  illness.  The  suggestion  was  that  the  person  could 
have  lucid  moments  and  have  periods  of  insight,  where  they  were  aware  of  their  values. 
Two  professionals  who  felt  this  way  stated: 
"It's  not  so  much  that  their  values  change.  Maybe  they  can't  communicate  and 
they've  given  in  to  it.  It  important  that  shouldn't  happen.  "  (Res5) 
"In  the  very  early  stages  I  think  the  person's  values  will  remain  the  same.  Even 
until  the  very  end  there  will  always  be  a  wee  window  there  where  people  will 
remember  their  likes  and  dislikes  and  preferences  and  I  don't  think  they  will  ever 
change.  "  (SWI) 
The  first  comment  was  interesting  in  that  the  home  owner  suggested  that  individuals 
could  'give  in'  to  changes  in  their  values.  According  to  Kane  and  Degenholtz  (1997) 
there  is  a  danger  that  a  shift  in  values  could  be  misconstrued  as  a  change  in  values  and  it 
can  only  be  through  repeated  discussions  and  dialogue  with  a  person  over  a  period  of 
time  that  one  can  decide  if  their  values  have  changed.  However,  Kane  and  Degenholtz 
related  this  to  older  people  in  general  and  not  specifically  people  with  dementia  who 
could  possibly  have  communication  problems  and,  especially  in  the  latter  stages  of  the 
illness,  have  difficulties  comprehending  information. 
Only  two  of  the  forty  participants  suggested  that  perceived  changes  could  be  viewed  as 
changes  in  values.  However,  both  participants  appeared  to  put  forward  this  argument  as 
260 an  alternative  option  and  not  necessarily  what  they  believed.  One  of  them  stated: 
"Both  because  as  some  people  get  older  things  like  hygiene  can  change  even 
without  the  diagnosis  of  dementia  and  it's  not  necessarily  due  to  that...  although  it 
may  be.  "  (Psych  I) 
The  psychiatrist  was  one  of  the  few  who  thought  that  values  continually  evolved 
throughout  life,  including  older  age,  and  argued  that  perhaps  some  people  with 
dementia's  values  changed  in  the  same  way  that  values  can  change  with  old  age  or  any 
illness.  Interestingly,  although  he  stated  this  he  was  one  of  the  most  enthusiastic 
participants  for  recording  people's  values  and  would  'definitely'  refer  to  the  document. 
Although  the  vast  majority  of  staff  reported  that  they  did  not  feel  perceived  changes  in 
behaviour  were  associated  to  changes  in  the  person's  values  there  were  varying  strengths 
of  feeling  regarding  the  extent  that  one  should  go  to  allow  the  person  to  adhere  to  their 
previous  values.  Some  differentiate  between  values.  One  participant  stated: 
V  think  credence  should  be  given  if  it's  important  values  such  as  religious  beliefs 
or  what  happens  when  they  die,  but  if  it's  other  day  to  day  matters  their  comfort  at 
the  time  is  more  important.  "  (CPN3) 
The  comment  by  this  CPN  indicates  that  he  would  make  a  judgment  on  the  level  of 
importance  that  the  people  with  dementia  placed  on  different  types  of  values  before  the 
onset  of  the  illness,  perhaps  placing  more  emphasis  on  religious  values.  The  next  two 
sections  will  explore  professionals'  views  on  two  quite  different  values  expressed  by  two 
participants  with  dementia.  The  first  is  related  to  'appearance'  and  the  second  to 
4spiritual'  values. 
9.6  Sylvia's  values  vignette-  her  appearance 
The  purpose  of  this  section  of  the  research  is  to  explore  how  professionals  felt  about  the 
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cleanliness  and  to  explore  the  impact  of  her  feelings  on  possible  future  care. 
In  her  Values  History  Sylvia  stated  that  her  appearance  and  hygiene  were  'very 
important'  to  her.  She  stated  that  she  was  'not  conceited'  but  liked  to  look  good  and 
could  never  'slouch  about  any  old  way'.  She  felt  it  'bucked  up  her  morale'  when  she  was 
complimented.  She  had  a  fear  of  being  'dirty'  as  the  illness  progresses  and  that  she  stated 
that  she  would  'definitely'  want  assistance  should  she  experience  any  problems  in  the 
future.  Firstly  participants  were  asked  how  relevant  it  was  for  the  information  to  be 
included  in  the  Values  History  and  if  they  felt  it  would  influence  their  management 
should  her  condition  deteriorate. 
The  vast  majority  of  participants  stated  that  the  information  about  the  importance  of 
hygiene  and  appearance  was  useful  to  have.  As  a  group  GPs  were  the  only  exception,  not 
feeling  the  information  would  be  useful  to  them  as  such,  although  they  all  felt  it  was 
appropriate  for  those  involved  in  the  direct  care  of  Sylvia.  The  most  commonly  cited 
reason  that  the  information  was  useful  to  have  was  that  it  would  be  important  for  staff 
who  did  not  know  Sylvia  before  the  onset  of  the  illness  to  know  what  her  previous 
standards  were  should  her  condition  deteriorate.  Several  staff  recalled  incidents  of  their 
own  family  members  or  patients  with  dementia  who  had  been  admitted  into  long  term 
care  and  dressed  inappropriately  or  in  manner  that  they  had  not  been  used  to  i.  e.  dressing 
a  man  in  a  track  suit  who  had  been  used  to  wearing  a  shirt  and  tie  all  his  life.  Others  also 
reported  that  it  would  be  a  good  'benchmark',  in  that  a  change  in  her  appearance  or 
hygiene  would  indicate  a  worsening  of  her  mental  or  physical  state.  Seeing  her  as  an 
individual  and  knowing  how  to  approach  her  were  mentioned  by  several  participants. 
According  to  one  nursing  home  manager  who  felt  this  way: 
"Yes  it  gives  you  an  idea  of  how  to  approach  her.  "at  would  make  me  feel  good 
would  not  be  goodfor  someone  else.  Some  people  don't  like  you  mentioning  their 
appearance  hut  Sylvia  would.  "  (NH5) 
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was  'viewed  by  others',  especially  family  members  and  friends  and  therefore  it  could  be 
distressing  to  them  should  they  notice  a  marked  decline  in  her  standards.  Two  comments 
which  highlighted  this: 
"It's  importantfor  the  person,  butfor  the  relatives  as  well,  to  see  that  they're  still 
the  same  person.  "  (Res5) 
"One  would  always  want  to  put  yoursetf  in  the  family's  position  and  how  you 
appear  to  them  is  what  gives  you  person  or  personality,  and  it  would  give  her 
comfort  to  know  that  when  she  doesni  care  about  her  appearance  others  would 
careforit.  It  might  help  her  contentment  and  happiness  at  the  time.  "  (GP2) 
How  people  with  dementia  'were  viewed  by  others'  was  an  underlying  theme  throughout 
the  research,  in  that,  some  professionals  expressed  the  view  that  values  should  be 
maintained  to  please  family  members,  as  at  the  time  the  person  with  dementia  might  not 
be  aware  of  their  values.  The  second  comment  is  also  interesting,  in  that  the  GP 
suggested  that  an  individual  could  get  a  degree  of  comfort  from  knowing  that  their 
standards  would  be  maintained  should  her  condition  deteriorate.  This,  in  fact,  was  the 
case  with  Sylvia,  who  stated  she  was  glad  she  could  give  the  information  while  she  was 
6compos  mentis'  and  whilst  she  had  faith  that  her  family  would  represent  her  well, 
understood  the  purpose  of  recording  information  in  the  Values  History. 
The  majority  of  staff  also  felt  that  they  would  make  'more  effort'  to  help  with  her 
appearance  if  they  had  the  information  from  the  Values  History.  According  to  two 
professionals: 
"Yes  because  the  carer  has  a  clear  description  of  what  the  person  was  like.  They 
might  not  have  much  success  but  they  wouldput  more  effort  into  it.  "  (Res  1) 
"Yes  I  think  it  has  to  because  if  we  are  working  with  a  person  we  have  to  know  that 
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programme  that  allows  support  to  enable  that  to  continue...  just  because  they 
develop  dementia  they  shouldn't  lose  that  ...  we  need  to  look  at  innovative  ways  to 
address  it.  "  (SW3) 
Both  comments,  whilst  indicating  that  they  would  be  inclined  to  put  'more  effort'  into 
tending  to  Sylvia's  hygiene,  alluded  to  practical  difficulties  in  them  achieving  their  goals 
especially  if  she  was  opposed  to  them  assisting  her  as  the  illness  progressed.  Lookingat 
I  -- 
'innovative'  ways  and  putting  in  'more  effort'  indicate  that  the  information  about  her  past 
values  would  have  an  impact  on  their  motivation  and  their  management  of  her  care, 
whilst  recognising  that  they  might  only  have  minimal  success. 
Only  a  few  felt  that  the  information  would  not  have  any  impact  on  their  care  for  Sylvia. 
The  main  reason  highlighted  by  all  of  them  was  that  they  felt  that  the  importance  that 
Sylvia  placed  on  her  appearance  was  not  particularly  unique  to  her  and  the  same 
standards  should  be  achieved  for  all  patients.  Two  comments  which  highlighted  this 
were: 
"I  think  most  people  want  to  be  presentable  and  as  well  turned  out  as  they  can...  I 
think  it  would  be  a  basic  human  right  that  she  is  well  turned  out  ifthere's  ten  people 
in  the  ward  they  should  all  get  the  same  attention.  "  (GP3) 
"You  would  hope  that  even  ifyou  never  had  that  information  whoever  was  involved 
in  her  care  would  he  addressing  her  appearance  or  hygiene.  "  (Psych5) 
However,  it  was  interesting  that  some  participants  felt  that  there  would  be  cases  where 
some  individuals,  who  had  never  put  any  onus  on  their  appearance,  could  be  forced  to 
pay  more  attention  to  it  than  they  would  have  before  the  onset  of  the  illness  and  it  would 
be  of  equal  importance  to  know  their  previous  standards.  Some  gave  examples  of  older 
people  being  forced  to  bathe  every  day  in  nursing  homes  whereas  before  the  onset  of  the 
illness  they  were  content  to  bathe  once  a  week  or  as  in  the  case  of  some  men,  being 
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inference  that  the  emphasis  on  the  person's  appearance  could  be  to  please  other  people 
and  not  necessarily  the  person. 
To  ascertain  the  extent  to  which  staff  felt  her  previous  values  would  relate  to  her 
condition  should  it  deteriorate  they  were  asked  to  imagine  that  she  had  become  unkempt 
and  had  foul  body  odour.  They  were  informed  that  due  to  her  memory  problems  and  she 
was  forgetting  to  bathe,  although  she  still  believed  that  she  was  bathing  daily  and  was 
unaware  of  the  changes  in  her  appearance.  Participants  were  asked  if  they  felt  it  would 
be  in  Sylvia's  interests,  if  her  condition  deteriorated  to  cause  her  a  degree  of  agitation  or 
upset  her,  to  go  by  her  previous  values 
There  was  no  professional  pattern  to  the  responses,  with  the  majority  feeling  that  her 
'feelings  at  the  time'  or  'and  her  'contentment  and  happiness'  at  the  time  were  more 
important  than  her  previous  values  and  to  cause  her  any  degree  of  agitation  would  be 
against  her  best  interests.  According  to  one  participant: 
"It's  not  ignoring  what  she  wanted  in  the  past;  it'sjust  respecting  what  she  wants  at 
the  time.  "  (Res2) 
Another  also  stated: 
"I  think  her  contentment  and  happiness  at  that  stage  would  be  more  important  than 
causing  her  to  undue  distress  and  upsetting  her  and  trying  to  maintain  what  was 
previously  important  to  her 
..  it's  not  a  life  or  death  situation  even  if  she  would  be 
horrified  to  think  that's  how  she  was.  "  (Psych5) 
Approximately  a  quarter  of  participants  thought  that  her  previous  values  should  be 
paramount  to  the  extent  that  a  degree  of  agitation  would  be  in  her  interests  with  the 
remaining  participants  'unsure'  or  unable  to  comment  unless  they  were  in  the  situation  at 
the  time.  For  those  who  thought  her  previous  wishes  should  be  paramount  there  were 
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feeling  it  should  only  be  as  last  resort.  According  to  one  participant  who  felt  'definitely': 
"I  would  be  willing  to  go  through  the  agitation  to  be  the  way  I  would  want  to  be.  I 
wouldn't  want  someone  to  say  'she's  happy  like  that'.  I  would  want  someone  to 
give  me  the  agitation.  "  (Res4) 
And  another  who  thought  'possibly': 
"It  would  depend  upon  the  agitation,  but  yes  because  she  said  that  she  might  not 
agree  at  the  time  in  her  Values  History,  and  I  know  she  would  want  it.  "  (S  W2) 
Participants  were  also  asked  if  it  would  be  in  Sylvia's  interests  to  'hoodwink'  her  or  tell 
'white  lies'  into  helping  with  her  hygiene  as  an  alternative  to  causing  her  agitation  and 
the  example  of  telling  her  that  she  had  a  'skin  complaint'  and  needed  'treatment'  for  it 
was  put  to  the  participants.  The  majority  felt  that  this  would  be  appropriate,  although 
most  stressed  that  they  would  try  'cajoling  her'  or  try  'different  approaches'  in  the  first 
instance.  'Causing  her  least  distress'  or  'without  hurting  her'  or  'to  make  it  more 
pleasant  for  her'  were  the  most  often  cited  reasons  for  participants  to  tell  'white  lies'  to 
try  to  maintain  her  values  and  standards.  Many  of  those  who  thought  it  would  not  be 
acceptable  to  cause  her  agitation  to  maintain  her  previous  values  felt  this  approach  would 
be  more  acceptable.  Two  responses  included: 
"I  think  we  have  to  change  our  approach  as  the  person  changes.  If  we  can  lessen 
the  distress  to  bring  them  up  to  their  previous  standards  that  they  had  in  the  past. 
....  and  we've  got  to  remember  the  people  coming  in  to  see  them.  "  (S  W5) 
"Yes  I  think  there  are  ways  around  it  and  I  don't  see  any  harm  in  it  if  it  helps  her.  I 
think  you  can  use  people's  dementia  to  Your  advantage  to  try  to  maintain  the 
standards  that  were  there  before,  as  long  as  it  wasn't  causing  her  any  problems  for 
thefuture.  "  (Vol5) 
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telling  lies  to  cognitively  impaired  patients  in  nursing  homes  and  found  that  there  may  be 
some  situations  (for  example  putting  medication  in  their  tea)  where  the  principles  of  non- 
maleficence  and  causing  least  agitation  to  the  person  were  more  important  than  respect 
for  autonomy. 
Although  the  majority  stated  that  they  felt  it  could  be  justified  to  hoodwink  Sylvia  to  help 
her  achieve  her  previously  high  standards,  for  some  it  was  not  necessarily  because  of  the 
information  in  the  Values  History.  'Backing  up'  and  having  'more  concrete  reasons' 
were  expressions  used  by  some  participants,  which  indicated  that  the  Value  History 
would  help  them  to  justify  within  themselves  that  they  were  making  the  right  decision 
and  feel  better  about  'hoodwinking'  her.  However,  others  felt  that  the  information  would 
have  a  direct  influence  on  their  decision.  According  to  one  psychiatrist: 
"I  would  encourage  andpush  more  whereas  someone  in  a  geriatric  squalor  might 
be  content  to  be  in  that  situation,  with  Sylvia  I  would  imagine  Id  try  harder.  It's 
importantfor  the  family  to  see  that  you  re  tying  to  maintain  these  (her  values)...,  for 
their  sake  as  well.  "  (Psych4) 
Only  a  small  proportion  of  participants  thought  that  it  would  not  be  appropriate  to 
hoodwink  Sylvia  to  maintain  her  previous  values.  The  most  common  phrases  used  were 
that  it  was  'unethical'  or  'just  not  right'.  Some  also  mentioned  that  they  would  consider 
it  but  only  in  extreme  circumstances  where  her  level  of  hygiene  became  detrimental  to 
her  health.  However,  this  was  not  related  to  previous  knowledge  of  her  values  but  to 
basic  standards  of  care  for  all  people  with  dementia.  One  residential  home  owner  stated: 
"If  it's  affecting  her  physical  health  and  she  has  sores  etc  then  I  think  duty  of  care 
comes  into  it.  You  need  to  do  something.  If  she's  got  three  days'  spills  down  her 
jumper  then  we've  got  to  be  careful  between  what  we  see  as  nice  and  what  shefeels 
comfortable  with.  "  (Res4) 
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others  and  what  'we  see  as  nice'  rather  than  in  the  person's  interests.  However,  unlike 
previous  comments  which  looked  upon  this  favourably,  this  participant  suggested  that  it 
would  not  always  be  in  the  person's  best  interests  at  the  time,  even  if  appearance  was 
important  to  the  individual  prior  to  the  onset  of  the  illness. 
In  the  following  section  participants  were  shown  Marie's  Values  History  (appendix  11) 
and  the  section  on  her  'spiritual  and  religious'  beliefs  was  highlighted. 
9.7  Marie's  values  vignette-  her  faith 
In  the  document  Marie  had  stated  that  due  to  her  religious  beliefs  she  had  never 
celebrated  Christmas  or  birthdays,  viewing  them  as  pagan.  She  stated  that  it  was  'a  way 
of  life'  and  'very  important'  for  her  to  continue  practicing  her  faith  should  she  ever  be 
admitted  into  residential  care.  Whilst  she  was  aware  that  there  were  long  term  care 
homes  specifically  for  Jehovah's  Witnesses  in  England  she  felt  they  were  too  far  away 
and  stated  that  if  she  was  admitted  into  care  she  would  appreciate  it  if  staff  respected  her 
beliefs.  Professionals  were  asked  to  'imagine'  that  she  had  been  admitted  into  residential 
care  and  she  became  'unaware'  of  her  surroundings  and  appeared  to  enjoy  Christmas 
parties  and  celebrations  unaware  of  the  religious  element  and  was  happy  to  join  in  the 
festivities.  The  purpose  of  this  question  was  to  ascertain  if  they  felt  that  her  past  wishes 
were  more  important  than  'here  and  now'. 
In  general  all  the  participants  stated  that  they  would  try  to  go  along  with  Marie's  values 
as  long  as  she  had  insight  and  awareness  into  her  condition.  Although  this  was  not 
specifically  answering  the  question,  their  responses  indicated  that  they  would  refer  to  the 
Values  History  and  attempt  to  find  out  if  she  understood  the  meaning  of  the  celebration 
and  give  her  the  opportunity  to  leave,  rather  than  simply  presuming  that  she  was  happy. 
Two  social  workers,  who  felt  this  way,  stated: 
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against  her  values.  If  she  had  insight  I'd  ask  her  how  she  felt  and  give  her  the 
opportunity  to  leave.  "  (SW  I) 
"I  think  I  would  weigh  that  one  up.  If  she  still  had  some  insight  into  her  religion 
yes,  hut  if  she  never  Idprobahly  leave  her.  Idperhaps  take  advicefrom  others  in 
her  church,  hut  then  again  you're  speaking  to  people  who  aren't  experiencing 
dementia.  "  (SW3) 
The  second  comment  is  interesting  in  that  the  social  worker  initially  stated  she  would 
seek  advice  from  someone  in  Marie's  church  but  thought  they  might  not  understand  from 
the  perspective  of  someone  with  dementia.  Similarly,  some  authors  argue  that  no  one 
really  understands  how  it  feels  to  have  dementia  (Kitwood,  1997;  Berghmans,  1997).  For 
example,  Berghmans  suggests  that  the  ideas,  preferences,  values  and  concerns  of  the 
person  before  the  onset  of  dementia  have  no  special  relevance  to  how  the  'demented  self' 
ought  to  be  treated. 
To  explore  further  whether  Marie's  'past  or  present  wishes'  should  have  prevalence  if  she 
lost  insight,  professionals  were  informed  that  she  'definitely'  did  not  understand.  Again 
many  did  not  answer  the  question  specifically  in  relation  to  the  Values  History  and  stated 
that  Marie's  family  should  be  consulted  to  offer  some  guidance  and  possibly  offer  some 
support  to  provide  alternative  activities  for  the  person.  One  psychiatrist  felt  quite 
strongly  that  it  was  the  family's  'responsibility'  to  look  after  the  individual's  spiritual 
needs.  She  stated: 
"I  think  that's  wherejamilies  come  in.  They  have  a  responsibility  and  they  should 
be  aware  that  staff  can't  always  be  there  to  make  sure  someone  prays  at  a  certain 
time  of  day  or  whatever.  If  they  wished  the  person  to  continue  in  their  faith  they 
would  need  to  support  the  staff.  "  (Psych5) 
However,  the  questions  were  further  developed  to  explore  whether  the  information  in  the 
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and  had  to  base  their  decision  on  the  Values  History. 
A  large  group  of  participants  found  this  question  difficult  to  answer,  some  changing  their 
minds  as  they  thought  about  the  implications  of  their  answers.  An  example  of  this  was  a 
district  nurse  who  stated: 
V  would  let  her  sit  but  perhapsfeel  a  bit  uncomfortable  with  it,  but  I  think  you've 
got  to  look  at  whether  she's  happy  or  not.  I  think  there  comes  at  time  when  their 
current  happiness  is  more  important...  on  the  other  handIdon't  suppose  you  should 
expose  her  to  something  that  she  wouldn't  normally  do...  actually  I  just  don't 
know.  "  (DN  1) 
In  general  there  were  a  wide  variety  of  views,  with  just  under  half  the  participants  feeling 
that  the  person's  previous  values  should  still  be  adhered  to  if  the  person  lost  insight  and 
the  remainder  feeling  that  they  should  go  along  with  how  the  person  felt  at  the  time.  As 
expected  for  this  part  of  the  research,  there  was  no  significant  professional  pattern  to  their 
responses,  although  there  were  slightly  more  participants  within  the  'here  and  now'  group 
from  those  who  worked  (or  had  previously  worked)  with  people  with  dementia  in  long- 
term  care,  perhaps  looking  at  things  from  a  more  practical  point  of  view.  Interestingly 
there  was  a  degree  of  scepticism  by  some  non  long  term  care  participants  that  the  Values 
History  would  make  a  difference  although  many  stated  'it  should'.  According  to  one 
voluntary  manager: 
"Yes,  I  think  they  (residential  home  staff)  should.  I  don't  think  it  would,  but  I  think 
it  should  be  taken  into  consideration.  "  (Vol5) 
However,  as  highlighted,  long  term  care  participants  were  only  slightly  more  prone  to  go 
by  the  here  and  now,  but  not  considerably  more.  They  also  were  one  of  the  most 
enthusiastic  groups  for  having  the  information  as  recorded  in  the  Values  Histories. 
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variety  of  conviction,  ranging  from  very  strong  to  very  weak.  A  view  expressed  by  some 
of  those  participants  with  a  strong  belief  that  previous  values  should  be  adhered  to,  was 
that  the  person  might  have  periods  of  lucidity  which  could  upset  them,  the  person 
knowing  that  they  were  going  against  their  previous  values.  According  to  one  GP: 
"  "en  it  comes  to  matters  ofspirituality  you  might  not  know  if  she  is  aware  or  not 
know  and  the  truth  of  the  matter  is  you  don't  know.  7he  staff  caringfor  her  should 
know  these  things  andyou  should  go  hy  herpreviously  expressed  wishes.  "  (GP) 
Another  GP  also  stated: 
"Yes  I  think  in  matters  of  spirituality  you've  got  to  go  along  with  it.  If  someone  is 
Jewish  and  they're  dead,  their  bodies  aren't  allowed  to  be  touchedfor  24  hours. 
Thefact  is  that  they're  dead,  but  you  dontiust  ignore  their  spiritual  wishes.  "  (GP2) 
Others  also  felt  'it  was  right'  but  could  not  give  any  explanations  for  their  comments  or, 
as  in  the  case  of  many,  felt  that  if  the  person  felt  strongly  enough  to  document  how  they 
felt  about  religious  matters  then  they  should  be  taken  in  to  consideration.  An  example  of 
this  was  a  comment  from  a  voluntary  organization  manager  who  stated: 
"I  think  it  would  he  sad  ifshe  had  gone  to  the  hother  ofdocumenting  her  heliefs  and 
they  couldn't  he  upheld.  It's  important  to  see  the  person.  They  should  he  trying  to 
help  her  ifshefelt  strongly.  "  (VoI5) 
Although  some  felt  that  her  beliefs  should  still  be  upheld  despite  losing  insight,  they  were 
less  strong  in  their  convictions.  One  residential  home  manager  stated: 
"I  would  definitely  go  by  the  document  asfar  as  I  could  but  if  Ifound  her  dementia 
was  getting  worse  and  she  never  understood  or  became  agitated  I  would  possibly 
allow  her  rather  than  upset  her.  I  wouldn't  seethe  point  in  telling  her  'this  is  what 
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Slightly  more  than  half  the  participants  felt  that  they  would  go  by  the  'here  and  now'  and 
not  by  her  past  wishes  or  values  should  she  lose  insight.  Being  'happy'  and  'content'  or 
6minimizing  agitation'  were  the  most  often  cited  reasons  for  their  responses.  Two 
comments  included: 
"I  would  go  with  her  feeling  at  the  time...  as  long  as  she's  happy  and  feels 
comfortable  I  wouldn't  take  her  away.  "  (CPN5) 
"If  she  was  happy  and  it  wasn't  causing  her  any  distress  Id  go  by  that.  Iwouldn't 
say  to  the  staffihatyou  must  go  by  what  she  previously  thought.  "  (GP3) 
Although  this  'here  and  now'  group  of  participants  said  they  would  go  against  her 
previous  values,  most  them  stated  that  it  was  appropriate  for  them  to  have  the 
information,  and  to  be  able  to  refer  to  the  document  even  if  the  person  had  lost  insight. 
Indeed,  several  from  this  group  mentioned  'thinking  about  the  person'  and  'making  a 
conscious  decision'.  Two  comments  that  indicated  this  were: 
"I'llbehonest.  I  would  like  her  to  join  in  thefestivities.  It's  not  because  it's  right 
or  wrong,  it's  a  personal  decision.  Yhe  guilt  would  be  mine,  because  otherwise  she 
could  be  sitting  in  a  room  alone  and  I  wouldn't  like  that.  But  with  this  document  I 
would  make  a  conscious  decision,  which  is  part  and  parcel  of  the  job.  Yhe  guilt 
would  be  mine.  '  (SW2) 
"I  think  it  wouldforce  you  to  think  about  the  person,  even  ifyou  went  against  her 
wishes.  "  (SW5) 
There  was  also  recognition  by  some  that  their  belief  systems  were  different  from  the  case 
studies,  and  that  they  would  have  to  be  aware  that  their  reasons  for  'not  going  along'  with 
her  previous  values  were  in  the  person's  interest  and  not  because  of  their  own  values. 
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understanding  why  she  wouldn't  want  to  be  involved.  Id  have  to  ensure  that  I 
wasn't  going  along  with  it  because  it's  not  important  to  me.  "  (SW5) 
"Yes  I  think  it's  even  more  important  with  someone  with  a  different  helief  system  to 
have  it  recorded  like  this  so  that  you  can  understand.  "  (GP3) 
The  comment  by  the  GP  in  particular  seemed  to  indicate  that  those  in  non  mainstream 
religions  or  with  cultural  needs  would  benefit  the  most  from  having  their  religious  beliefs 
documented  and  help  care  staff  'understand'  their  values  which  would  in  most  cases 
differ  from  their  own.  However,  a  small  minority  of  participants  from  the  'here  and  now' 
group  admitted  that  they  could  not  understand  why  Marie  would  not  want  to  be  involved 
in  Christmas  festivities,  possibly  having  difficulty  differentiating  between  their  own 
values  and  Marie's.  One  psychiatrist  stated  that  he  disapproved  of  segregating  people  for 
religious  reasons  under  any  circumstances,  feeling  that  it  leads  to  stigmatization  and 
intolerance  of  such  ones.  He  gave  the  example  of  Roman  Catholic  or  Jewish  children 
being  educated  in  a  protestant  school,  but  having  to  leave  class  to  go  to  separate  services. 
When  it  was  put  to  him  that  it  had  been  an  important  aspect  of  Marie's  belief  system 
throughout  her  life,  he  stated: 
"Ifyou  made  it  harder  and  said  that  herfamily  didn't  want  her  involved  either  Id 
discuss  it  with  them  and  point  out  that  she's  sociable  and  enjoying  being  with 
people.  Id  give  my  reasons  why  I  think  it  would  be  goodfor  her  tojoin  in.  I  would 
point  out  why  I  would  overrule  her  (as  documented  in  her  Values  History),  hut  let 
thefamily  make  thefinal  decision.  "  (Psych  1) 
The  vignette  which  was  put  to  the  participants  only  highlighted  the  situation  of  Marie, 
who  was  one  of  Jehovah's  Witnesses.  Participants  were  therefore  also  asked  whether 
their  responses  would  be  similar  for  people  of  other  faiths,  particularly  those  from  a  'non 
mainstream'  background,  who  had  also  recorded  special  instructions  should  they  lose 
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prayer  at  a  certain  times  of  the  day,  or  someone  who  had  previously  abstained  from 
alcohol  for  religious  reasons  asking  for  some  at  a  party.  The  majority  of  participants 
from  both  the  'here  and  now'  and  'previous  values'  groups  stated  they  would  still  go 
along  with  their  previous  responses  although  some  felt  they  genuinely  could  not  answer 
unless  they  were  in  the  situation. 
A  few  participants  also  differentiated  between  physical  aspects  of  care,  which  were 
relatively  easy  to  manage,  for  example  dietary  restrictions,  as  opposed  to  less  visible 
indicators  of  religious  beliefs,  such  as  allowing  a  person  to  sit  in  a  religious  ceremony  in 
which  they  would  not  have  participated,  prior  to  the  onset  of  dementia.  One  social 
worker  stated: 
'7  think  if  it  was  afeast  ofporkyou  could  make  a  point  of  not  giving  it  to  them,  but 
if  they  were  sitting  whilst  something  religious  was  going  on  you  couldjust  let  them 
enjoy  the  stimulation.  "  (SW3) 
Some  participants  working  in  long-term  care  had  experienced  dilemmas  relating  to 
people  with  dementia's  previous  religious  values.  One  nursing  home  manager  recalled  a 
lady  who  was  a  member  of  the  Free  Church  of  Scotland.  Initially  her  care  plan  stated  that 
she  should  not  watch  TV  or  read  a  newspaper  on  a  Sunday.  When  the  lady  was  first 
admitted  into  care  she  had  insight  into  her  condition  and  still  'followed  her  faith. 
However  after  she  lost  insight  she  did  not  realize  when  it  was  the  Sabbath  and  would 
forget  soon  after  being  told  by  staff.  The  care  staff  therefore  allowed  her  to  read 
newspapers  etc  on  the  Sabbath  and  would  not  point  out  her  previous  beliefs.  After 
discussions  with  her  family  it  was  decided  that  this  was  the  most  appropriate  course  of 
action.  Another  residential  home  manager  reported  that  her  staff  had  given  a  lady  alcohol 
at  a  social  event;  in  the  past  she  had  always  abstained  (due  to  religious  reasons).  Due  to 
her  family's  strong  convictions  they  avoided  giving  her  alcohol  again. 
These  examples  highlight  the  strong  influence  that  families  have  in  deciding  whether  the 
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cases  if  the  individuals  had  completed  Value  Histories  they  might  have  'tried  harder'  to 
go  by  their  previous  values,  but  family  views  would  ultimately  have  more  influence  on 
the  individual's  care.  Again  it  was  suggested  by  some  participants  that  one  of  the  main 
reasons  for  maintaining  values  of  the  person  with  dementia  was  to  please  their  family  and 
to  promote  to  the  wider  community  the  'person'  behind  the  illness  and  how  they  are 
perceived  rather  than  for  the  person's  own  benefit.  This  was  an  underlying  theme 
through  this  section,  in  particular  the  importance  of  maintaining  the  appearance  of  people 
with  dementia,  to  please  their  family  and  reinforce  'the  person'  is  still  the  same. 
9.8  Summary 
Firstly  from  the  perspectives  of  the  people  with  dementia,  unlike  discussing  the  diagnosis 
and  the  future,  exploring  their  values  appeared  to  be  less  threatening  to  them.  Although 
some  were  able  to  articulate  their  values  very  clearly,  many  needed  prompting  and  their 
values  were  drawn  out  whilst  they  were  reminiscing  or  discussing  aspects  of  their  lives 
such  as  'friendship'  or  'company  they  like'.  Moreover,  with  some  participants  their 
Values  Histories  were  enhanced  by  information  or  prompts  from  their  carers,  by 
reminding  the  person  of  aspects  of  their  lives  which  were  important  to  them.  Whilst  this 
was  a  positive  aspect  for  the  majority,  there  is  the  possibility  for  some  people  with 
dementia  that  they  could  be  unduly  influenced  by  their  carers  or  the  interviewer.  This  is 
explored  further  in  the  chapter  11. 
Again  the  underlying  theme  of  how  honest  people  with  dementia  can  be  when  discussing 
their  values  and  how  much  information  they  would  be  comfortable  for  others  to  know 
about  them  was  raised  in  this  chapter.  In  this  instance  it  was  concerning  values  which 
could  be  viewed  as  'controversial'  by  others,  perhaps  being  viewed  negatively  by  future 
care  staff.  Although  not  part  of  the  research,  it  would  be  interesting  to  know  if  such 
values  would  in  fact  influence  the  person's  care. 
Concerning  professional  participants,  it  is  interesting  to  note  that  the  vast  majority  of  staff 
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change  throughout  adulthood  claimed  that  they  would  refer  to  the  documents  when 
planning  care,  and  try  to  maintain  values  'up  to  a  point'  especially  when  there  was  a 
possibility  that  the  person  still  retained  insight.  However,  it  is  noteworthy  that  most 
professionals  would  only  try  to  maintain  previous  values  if  it  was  in  the  best  interests  of 
the  person  with  dementia  at  the  time  and  would  consider  reducing  agitation  more 
important  than  trying  to  maintain  past  values.  This  is  possibly  more  in  line  with  a  person 
centered  approach  whereby  it  should  be  acknowledged  that  each  person's  present  identity 
is  a  function  of  their  unique  past,  but  in  such  a  way  as  'not  to  diminish  their  present  by 
accentuating  their  past'(Morton,  1999:  14).  However,  comments  such  as  'making  a 
conscious  decision'  and  'force  you  to  think  about  the  person'  indicated  that  rather  than 
passively  ignoring  the  person's  wishes  they  would  make  a  conscious  decision  to  go 
against  their  wishes  based  on  the  person's  best  interests.  This  theme  is further  discussed 
in  chapter  eleven,  notably  whether  'listening'  to  someone's  wishes,  albeit  overruling 
them  in  their  best  interest,  can  be  viewed  as  empowering. 
Another  theme  to  emerge  was  that  despite  professionals  appreciating  the  information  in 
the  Values  History  many  would  still  seek  guidance  and  direction  from  relatives. 
Moreover,  several  participants  suggested  the  possibility  that  attention  should  be  paid  to 
Sylvia's  appearance  to  please  her  relatives.  Whilst  this  could  be  viewed  as  looking  out 
for  relatives'  best  interests  as  opposed  to  the  person  with  dementia,  some  authors  point 
out  that  this  is  fundamental  to  maintaining  the  'person'  and  how  they  are  outwardly 
viewed  by  the  world  has  an  impact  on  how  they  are  treated  and  approached  by  others 
(Cheston  and  Bender,  1999;  Kitwood,  1997).  Furthermore  it  clearly  indicates  that  a 
Values  History  backed  by  a  supportive  family  is  more  empowering  than  a  Values  History 
alone. 
Moreover,  the  purpose  of  this  research  is  not  only  to  evaluate  Values  Histories  from  a 
theoretical  or  academic  point  of  view,  but  to  evaluate  the  practical  usage  of  Values 
Histories.  One  of  the  fundamental  principles  of  establishing  a  'person  centred  approach' 
in  dementia  care  is  for  those  working  with  people  with  dementia  to  create  a  'helping 
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or  she  does'(sic)  (  Morton,  1999:  17).  The  next  chapter  therefore  explores  some  of  the 
practical  issues  of  engaging  with  people  with  dementia  to  complete  a  Values  History,  at 
times  drawing  on  the  researcher's  personal  observations  and  feelings. 
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Practical  implications  for  the  use  of  the  Values  History  and  the  researcher's 
reflections  as  a  practitioner. 
10.1  Introduction 
10.2  Professionals'  preferences  regarding  the  writing  of  the  documents 
10.3  Researcher's  experience  of  writing  the  Values  Histories 
10.4  Researcher's  knowledge  of  the  people  with  dementia 
10.5  To  what  extent  would  professionals  refer  to  the  Values  Histories  in  practice? 
10.6  Do  professionals  feel  that  Values  Histories  could  empower  people  with 
dementia? 
10.7  General  concerns  regarding  the  Values  Histories. 
10.8  Would  professionals  choose  to  have  a  Values  History  should  they  develop 
dementia? 
10.9  Summary 
10.1  Introduction 
Since  one  of  the  main  purposes  of  this  research  is  to  evaluate  whether  the  Values  History 
can  be  used  as  a  practical  tool  to  empower  people  with  dementia,  the  researcher  at  times 
drew  on  his  own  personal  observations  and  feelings.  It  should  be  noted  that  the 
researcher  is  not  only  a  'researcher'  but  a  'practitioner'  with  experience  of  working  with 
people  with  dementia.  As  discussed  in  the  chapter  four,  many  studies  within  social 
policy  and  health  have  similarly  been  carried  out  by  practitioners  (Butler,  2003;  Schon, 
1983). 
This  chapter  therefore  begins  by  looking  at  the  general  layout  of  the  Values  History.  As 
highlighted  in  previous  chapters  the  professionals  were  given  two  documents  to  read  in 
advance.  Both  documents  were  written  in  slightly  different  styles,  with  one  written  in  the 
first  person  and  the  other  in  the  third  person.  The  different  styles  are  evaluated  from  both 
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writings  of  the  documents. 
Sections  10.6  and  10.7  explore  the  professional  participants'  thoughts  regarding  the 
general  usefulness  of  the  documents  and  whether  or  not  they  would  refer  to  them  in  their 
day  to  day  practice.  Interestingly,  prior  to  the  interviews  the  vast  majority  of 
professionals  had,  in  fact,  'done  their  homework'  as  asked  to  by  the  researcher,  with 
many  preparing  questions  to  ask  about  the  documents.  Whilst  they  had  taken  the  time  to 
read  them  prior  to  their  interview  for  the  purpose  of  the  research,  they  were  asked  if  they 
would  refer  to  the  documents  in  their  day  to  day  practice. 
Finally  the  chapter  concludes  by  asking  whether  the  professionals  felt  Values  Histories 
could  be  used  as  a  tool  to  empower  people  with  dementia  should  their  condition 
deteriorate.  This  was  one  of  the  main  research  questions  of  the  study  and  is  developed 
more  fully  in  the  final  chapter.  In  addition  professionals  were  also  asked  if  they  were  to 
develop  dementia,  would  they  consider  completing  a  Values  History. 
To  begin  with  professionals  were  asked  whether  they  preferred  the  Values  Histories 
written  in  the  first  or  third  person. 
10.2  Preferences  regarding  the  writing  of  the  documents 
Approximately  two  thirds  of  participants  preferred  the  Value  History  which  was  written 
in  the  first  person.  'It's  more  personal',  'it  builds  up  a  better  picture  of  the  person'  and 
'more  powerful'  were  typical  reasons  from  those  preferring  it  as  opposed  to  the  one 
written  in  the  third  person.  According  to  one  social  worker: 
"I  think  it's  more  personal  andyou  can  see  it's  comingfrom  Sylvia.  Sometimes  if 
you  write  a  report  about  someone  it  can  become  as  ifthe  person  is  lost  in  the  words. 
It  almost  hecomes  other  people's  opinions  rather  than  that  ofthe  person.  "  (SW4) 
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compared  it  to  writing  psychiatric  reports.  He  stated: 
V  think  the  first  person.  If  you  say  Joe  Bloggs  is  suffering  from  persecutory 
delusions  it  doesn't  have  the  same  impact  as  'the  Martians  are  pursuing  me 
because...  'their  own  words  are  better  thanfiltered.  "  (Psych4) 
A  social  worker,  who  also  preferred  it  written  in  the  first  person,  felt  that  this  style  would 
have  more  impact  with  inexperienced  nursing  assistants  and  support  workers,  because  it 
might  'force  them'  to  look  at  the  person  as  an  individual.  Other  staff  also  alluded  to  the 
same  point  stating  that  they  could  'see  the  person',  'imagine'  them  or  felt  that  they  'knew 
Sylvia  as  a  person'. 
Interestingly  although  some  staff  initially  claimed  to  prefer  Sylvia's  document  because  it 
was  written  in  the  first  person,  they  admitted  that  their  feelings  could  be  partly  be  related 
to  them  having  empathy  for  the  feelings  expressed  by  Sylvia  in  her  Value  History  and 
possibly  due  to  the  content  of  the  Values  History,  rather  than  the  way  it  was  written.  This 
was  an  underlying  theme  throughout  the  research  in  that  some  professionals  found  it 
easier  to  relate  to  values  which  they  themselves  also  held. 
The  remaining  third  of  participants  did  not  feel  that  writing  the  Values  History  in  the  first 
or  third  person  made  any  major  difference  to  the  impact  which  the  documents  had  on 
them,  and  only  two  participants  actually  preferred  it  written  in  the  third  person.  For  those 
who  felt  there  was  no  difference,  the  majority  stated  that  Marie's  and  Sylvia's  values 
came  across  equally  in  both  documents.  Most  participants  reported  that  the  quotes  in 
Marie's  document  helped  to  personalise  the  information  and  highlighted  the  strength  of 
her  feelings  about  matters  which  were  important  to  her.  'The  quotes  help  make  her 
values  more  solid'  and  helped  to  'make  her  values  stand  out'  were  typical  comments 
(CPN1,  Res3).  According  to  one  social  worker: 
280 "No  I  don't  think  it  makes  a  difference.  The  fact  that  there  are  quotes  is  good  It 
gets  over  the  meaning  of  the  thing.  I  think  it's  not  so  important  how  it  is  written  as 
long  as  it  gets  over  their  wishes.  "  (SW3). 
Some  recognised  that  Marie's  condition  might  have  been  more  advanced  than  Sylvia's 
and  that  her  communication  might  not  have  allowed  for  the  Values  History  to  be  written 
in  her  own  words.  This  was  in  fact  the  case  and  is  further  explored  in  section  10.3. 
The  two  participants  (both  psychiatrists)  who  preferred  the  Values  History  written  in  the 
third  person  stated  that  they  were  more  comfortable  reading  reports,  which  possibly 
related  to  their  medical  background.  One  of  the  psychiatrists  admitted  being  sceptical  of 
writing  which  claimed  to  be  written  in  the  first  person,  feeling  that,  after  grammatical 
corrections  and  rewriting  the  material,  it  would  be  more  likely  to  be  in  the  writer's  words 
rather  than  those  of  the  individual  concerned.  The  next  section  explores  this  point 
further. 
10.3  Researcher's  experience  of  writing  the  Values  Histories 
By  taping  the  interviews,  direct  quotes  were  taken  from  the  participants  with  ten  of  the 
Values  Histories  being  written  in  the  first  person.  Writing  in  the  first  person  proved  more 
difficult  and  time  consuming,  in  particular  because  the  interviews  were  semi  structured 
and  often  the  information  did  not  come  in  set  order  and  themes  were  often  returned  to 
through  out  the  course  of  the  interviews.  As  highlighted  in  chapter  nine,  some  people 
with  dementia  initially  did  not  feel  they  had  strong  values  when  asked  directly,  but 
became  apparent  when  discussing  life  events. 
Furthermore,  background  information  tended  to  be  gained  throughout  the  course  of  the 
interviews  and  for  some  participants  there  were  gaps  in  the  information,  which  were 
filled  in  by  their  relatives.  In  such  cases  the  background  information  was  documented  in 
the  third  person  as  not  all  information  came  from  the  individual. 
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fears  about  the  future  whilst  being  interviewed.  However,  when  the  interview  was 
finished  he  admitted  being  scared  at  nighttime  due  to  feelings  of  disorientation. 
Fortunately  this  was  after  the  first  interview  so  during  the  next  meeting  the  interviewer 
was  able  to  remind  him  of  the  conversation  and  he  expanded  upon  it  allowing  a  direct 
quote  to  be  used.  However,  it  would  have  been  difficult  to  record  his  exact  words  had  he 
divulged  how  he  felt  after  the  second  interview,  or  had  he  not  further  expanded  upon  how 
he  felt  during  the  final  interview. 
Two  Values  Histories  were  written  in  the  third  person,  as  both  participants  with  dementia 
had  a  degree  of  expressive  dysphasia  and  needed  prompts  and  encouragement  to 
communicate  their  values  and  preferences.  In  the  case  of  Marie  she  was  unable  to 
express  her  religious  beliefs  in  a  manner  that  would  have  written  well  and  her  beliefs 
could  only  be  ascertained  with  help  from  her  husband  and  some  prior  knowledge  from 
the  interviewer.  However,  with  these  prompts  she  was  able  to  state  quite  clearly  how 
strongly  she  felt  about  her  faith.  To  quote: 
"I've  always  loved  the  truth  and  it's  never  been  a  trialfor  me  to  continue.  It'sjust 
marvelousfor  me  to  know  the  truth.  It's  a  precious  thing  and  something  that  we 
should  hold  on  to.  " 
Another  area  which  made  writing  in  the  first  person  more  difficult  was  where  the  person 
with  dementia  used  grammatical  errors  and  colloquialisms.  On  the  one  hand  recording 
their  statements  verbatim  could  possibly  enhance  their  Values  Histories  by  making  them 
personalised  and  natural  but,  on  the  other  hand,  could  detract  from  the  information  if  left 
uncorrected.  In  a  similar  vein,  some  people  with  dementia  were  less  articulate  and  the 
language  used  might  not  have  'read  well'.  Similarly,  one  could  possibly  embellish  the 
statements,  but  the  wording  would  therefore  not  be  the  individual's  words.  However,  if 
left  unchanged  the  Values  Histories  could  possibly  appear  unprofessional.  It  would  have 
been  interesting  to  compare  examples  of  each  to  ascertain  the  views  of  the  professional 
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have  detracted  from  the  information  or  enhanced  it. 
10.4  Researcher's  previous  knowledge  of  the  people  with  dementia 
Another  aspect  of  the  research,  which  must  be  acknowledged  and  considered,  is  the 
interviewer's  level  of  knowledge  about  the  participants  and  his  relationship  with  them 
prior  to  conducting  the  interviews.  Five  of  the  twelve  participants  with  dementia  were 
known  to  the  researcher  prior  to  the  interviews,  ranging  from  one  month  to  over  two 
years.  With  these  participants  the  researcher  was  able  to  give  more  prompts,  particularly 
in  relation  to  obtaining  background  information,  and  remind  them  of  aspects  which  he 
knew  were  important  to  them  from  previous  discussions. 
Marie,  as  previously  mentioned,  had  been  known  to  the  researcher  for  over  two  years  and 
experienced  a  degree  of  dysphasia.  The  interviewer  was  able  to  use  her  family's  names 
and  prompt  her  with  questions  related  to  important  aspects  of  her  life.  Moreover,  prior  to 
the  first  interview  Marie  had  expressed  her  feelings  about  her  faith  on  several  occasions 
to  the  interviewer,  so  he  was  able  to  use  terms  such  as  'kingdom  hall'  instead  of  'church', 
'the  truth'  instead  of  religion  -  terms  which  she  was  comfortable  with  and  had  used  in 
past  discussions  with  him.  Furthermore,  by  being  aware  of  her  religious  convictions,  in 
regards  to  not  celebrating  Christmas  and  other  mainstream  religious  festivals,  she  was 
asked  specifically  how  she  felt  about  being  included  in  these  festivities.  This  allowed  her 
to  expand  on  her  strong  feelings  such  as  'Ijust  couldn't  be  there'and  how  'awkward  she 
would  feel  if  placed  in  these  situations. 
Upon  reflection,  the  researcher  recognises  that  he  specifically  asked  Marie  her  feelings 
about  Christmas  based  on  his  prior  knowledge  of  her  values  and  he  never  specifically 
asked  any  of  the  other  interviewees  about  Christmas,  presuming  that  they  would  celebrate 
it  (rightly  or  wrongly).  It  is  difficult  to  know  if  Marie  would  have  brought  this  up 
without  prompting,  and  whether  or  not  an  independent  interviewer  completing  the  Values 
History  without  knowledge  of  Marie's  faith  would  have  encouraged  her  to  expand  upon 
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person. 
Another  example  of  the  researcher  having  prior  knowledge  about  a  participant  was  with 
Walter.  In  hindsight  the  researcher's  previous  knowledge  and  relationship  with  him  and 
his  family  could  have  initiated  him  to  'lead'  the  person  rather  than  'prompt'  him. 
Through  discussions  with  his  family  the  researcher  was  aware  that  Walter  had  an 
aggressive  manner  and  therefore,  because  of  this,  asked  him  what  sort  of  things  irritated 
him.  Initially  he  could  not  define  anything  other  than  being  a  bit  'rough'  in  his  manner. 
Whilst  the  same  question  was  asked  to  other  participants  it  was  probed  further  with 
Walter  because  of  the  specific  knowledge  about  him.  From  the  interviewer's  point  of 
view,  it  was  felt  that  should  Walter  be  admitted  into  long  term  care  in  the  future,  it  could 
be  useful  for  staff  to  know  how  to  approach  him  and  possibly  to  minimise  aggression.  In 
hindsight,  however,  the  researcher  realises  that  he  encouraged  Walter  to  document  this 
because  he  viewed  it  as  important  information,  rather  than  taking  the  lead  from  Walter. 
It  also  indicates  the  influence  that  the  practitioner  could  have  in  directing  the  statements 
based  on  his  or  her  own  judgement.  This  would  not  be  in  harmony  with  a  true  person 
centred  approach,  whereby  the  person  with  dementia  should  be  encouraged  to  'set  the 
agenda'  and  not  the  practitioner  (Morton  1999;  Kitwood,  1997).  It  could  also  be  seen  as 
'manipulating'  the  person,  albeit  with  good  motives,  to  record  information  about 
themselves  that  others  (either  family  members  or  the  practitioner)  deem  useful,  which  is 
also  not  in  the  accordance  of  person  centred  care  as  described  by  Kitwood  (1997). 
Interestingly,  the  Values  Histories  from  people  with  dementia  known  to  the  researcher 
beforehand  were  not  deemed  any  more  accurate  by  their  carers  than  those  participants  not 
known  to  the  researcher  and  there  were  not  any  major  differences  in  corrections  made  to 
their  Values  Histories.  Moreover,  Sylvia,  who  was  not  know  to  the  interviewer,  had  very 
few  corrections  to  her  document  whereas  Bill,  who  was  known  to  the  interviewer  for  over 
a  year,  had  several  corrections  related  to  his  background  information.  However,  it  should 
be  acknowledged  that,  in  general,  from  the  researcher's  point  of  view,  he  found  it  easier 
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feelings  about  having  dementia,  knowing  how  direct  he  could  approach  the  subject. 
The  following  section  attempts  to  clarify  how  useful  professionals  found  the  document 
and  how  often  they  would  refer  to  it  should  the  person  with  dementia's  condition 
deteriorate. 
10.5  To  what  extent  would  professionals  refer  to  the  Values  Histories  in  practice? 
Whilst  the  research  is  primarily  qualitative  in  nature,  the  methodology  chapter 
highlighted  the  benefits  of  a  pluralistic  evaluation  and  'mixed  method'  approach  (Greene 
and  Caracelli,  1997).  In  an  attempt  to  clarify  the  extent  that  professionals  would  refer  to 
the  document  the  forty  professionals  were  left  a  questionnaire  to  clarify  how  useful  they 
found  the  document  and  how  often  they  would  refer  to  it  should  the  person  with 
dementia's  condition  deteriorate.  Twenty-eight  out  of  a  total  of  forty  interviewees 
returned  their  questionnaires  (70%).  The  following  two  tables  show  the  results. 
Table  6 
In  general  how  useful  do  you  feel  a  Values  History  would  be  in  helping  you  to  plan  care 
for  a  person  with  dementia? 
Very  useful  useful  Partially 
useful 
Not  very 
useful 
No  use 
whatsoever 
GP  1  3 
Psychiatrists  4 
DN  4 
CPN  2 
N  Home  4 
Res  Care  3 
SW  3  1 
Voluntary  3 
rotals  i  24  1  4 
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helping  them  to  plan  care  and  all  stated  that  the  document  would  be  'very  useful'  (24)  or 
'useful'  (4).  Interestingly,  three  of  the  four  professionals  who  defined  it  as  'useful'  were 
GPs,  and  perhaps  less  enthusiastic.  As  highlighted  in  previous  chapters,  the  majority  of 
GPs  felt  that  the  documents  would  be  particularly  useful  for  other  professional  groups, 
such  as  long  term  care  providers.  Indeed,  they  all  stated  that  they  would  rather  have  the 
documents  than  not  have  them. 
Table  7 
To  what  extent  would  you  refer  to  a  person  with  dementia's  Values  History  if  their 
condition  deteriorated? 
Very 
frequently 
frequently  occasionally  seldom  never 
GP  4 
Psychiatrists  2  1  1 
DN  1  3 
CPN  I  I 
N  Home  4 
Res  Care  2  1 
Sw  2  1  1 
Voluntary  3 
totals  I  I1  6 
The  above  table  shows  that  the  vast  majority  would  refer  to  it  either  'frequently'  (11)  or 
'very  frequently'  (11),  with  only  a  few  stating  'occasionally'  (6).  Five  of  the  six  who 
responded  'occasionally'  were  medical  staff  (four  GPs  and  one  psychiatrist).  They  were 
however  additionally  asked  how  useful  they  would  find  Values  Histories  when  writing 
reports  related  to  the  AWI  (Scotland)  Act  (2000)  and  all  defined  it  as  'very  useful'. 
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the  professionals,  the  interviews  provided  reasons  and  meanings  behind  their  answers 
(Mark  et  aL,  1997).  For  example,  the  vast  majority  of  participants  reported  that  they 
would  read  the  documents,  find  them  useful  and  refer  to  them  when  planning  care.  GPs, 
whilst  claiming  to  find  them  useful,  would  only  refer  to  them  'occasionally'.  All  five 
stated,  during  their  interviews,  that  finding  time  to  read  them  was  the  main  barrier. 
According  to  one  GP: 
"Truthfully,  Id  read  the  first  paragraph  and  the  last  one.  It's  like  rheumatoloKv 
letters,  three  pages  long.  "at  I  want  to  know  is  what's  wrong  with  them  and  the 
treatmentplan.  Thefact  that  she  lives  with  her  mother  is  nice,  but  it's  not  what  I'm 
lookingfor.  "  (GP5) 
Two  other  GPs  gave  similar  analogies  of  having  large  reports  to  read,  but  in  respect  of 
lengthy  psychiatric  letters.  This  supported  views  expressed  by  most  participants  with 
dementia  and  their  carers  that  their  GPs  would  not  have  time  to  read  the  documents. 
Although  all  five  GPs  stated  that  they  would  probably  not  routinely  read  the  document  at 
the  time,  four  of  them  stated  that  they  would  like  to  have  the  document  to  refer  to  in  the 
future  should  any  problems  arise.  According  to  two  of  them: 
"They  were  very  powerful  and  it's  good  to  have  an  insight  ofthe  person.  Iprobably 
wouldn't  read  it  there  and  then,  hut  it  would  he  useful  to  have  in  the  file  if  a 
situation  arose  where  you  weren't  sure  how  management  shouldproceed.  "  (GP4) 
"I  don't  think  I  would.  In  saying  that  with  the  AWIAct  upon  us  it  would  be  helpful 
to  have  as  a  reference.  "  (GP3) 
Two  of  the  GPs  also  suggested  that  the  document  could  be  shorter,  one  suggesting  a 
single  page  with  specific  information,  particularly  related  to  guardianship.  The  other  GP 
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to  make  for  easier  reference.  The  remaining  GPs  however  felt  that  it  should  be  left  in  its 
entirety.  According  one  GP  who  felt  that  way: 
"No,  I  think  you  need  all  the  verhatim  stuff.  It  comes  across  more  powerful  and  if 
You  relayjust  six  points  you  would  lose  something.  I  think  what  makes  it  is  thatyou 
can  see  the  person  saying  it  that  way.  "  (GP4) 
One  psychiatrist  also  felt  that  the  document  was  too  long  for  medical  staff  to  read  and 
suggested  an  abridged  version  for  medical  notes  and  the  complete  Values  History  for 
those  involved  in  caring  for  people  with  dementia.  She  stated: 
"Ihe  details  of  this  might  be  more  useful  to  other  staff  than  me.  An  abbreviated 
version  of  this  would  be  very  helpful  and  I  think  in  long  term  care  setting  these 
would  be  invaluable.  "  (Psych2) 
The  other  psychiatrists  however,  whilst  agreeing  that  GPs  might  not  have  the  time  to  read 
a  lengthy  document,  felt  that  the  information  in  its  entirety  should  be  retained  and 
referred  back  to.  According  to  two  psychiatrists: 
"Ais  is  the  sort  of  information  which  should  be  in  the  front  of  their  notes  with  the 
core  information  like  date  of  birth  etc.  It's  important  enough  that  it  should  be  there 
because  some  things  do  get  lost  in  the  notes.  "  (Psych  1) 
"Seeing  this  in  someone's  notes  would  he  very  valuable.  ... 
Seeing  their  journey 
through  to  the  end  when  they  might  not  he  able  to  say  what's  important  to  them  ....  if 
you  were  at  an  important  crossroads  you  could  refer  hack  to  it.  "  (Psych4) 
With  the  exception  of  one  district  nurse,  who  thought  her  role  was  'task  orientated'  and 
did  not  feel  she  needed  to  know  people's  values,  the  remaining  participants  stated  they 
would  refer  to  the  Values  Histories  and  did  not  feel  the  documents  were  too  long.  Those 
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for  placing  carers  with  people  with  dementia  in  their  own  homes.  'Definitely'  and 
"absolutely'  were  common  responses  when  asked  if  they  would  refer  to  Values  Histories. 
Some  nursing  home  staff  felt  that  knowing  people  with  dementias'  past  lives,  routine  and 
values  could  reduce  agitation  and  aggression.  Two  responses  included: 
"Yes,  I  think  as  much  information  as  possible.  Ifyou  have  someone  agitated  and 
pacing  about  the  war4  then  youfInd  out  she  walked  her  dog  every  dayfor  miles, 
thatcouldhelp.  I  think  you  could  rationalise  why  people  are  behaving  in  a  certain 
way.  "  (NH5) 
"I  think  it  would  cut  down  on  a  lot  ofaggression  displayed,  because  I  think  they  still 
know  themselves  inherently  what  they  like,  but  can  only  express  it  by  lashing  out.  ýq 
(Res3) 
This  is  interesting  because  some  studies  have  shown  that  having  accurate  background  and 
biographical  information  of  people  with  dementia  who  are  in  long  term  care  settings  can 
help  staff  gain  a  better  understanding  of  individuals  in  their  care  and  reduce  agitation 
(Godwin,  2002;  G6del,  2000). 
Several  long  term  care  providers  stated  that  they  would  base  their  care  plans  on  the 
information.  According  to  two  residential  care  managers: 
in  "Def  itely,  it  would  be  into  theirfile  and  the  relevant  areas  integrated  into  their 
care  plan.  "  (Res4) 
"Yes,  the  second  they're  admitted  you  could  put  more  thought  into  it...  I  would 
highlight  a  lot  and  advise  staffhow  to  deal  with  the  person.  "  (Res5) 
Some,  particularly  those  in  residential  homes,  had  used  life  story  books  and  described 
reminiscence  folders,  which  were  used  to  bring  back  memories  to  people  with  dementia. 
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Histories  could  be  used  to  personalise  the  care  and  remind  care  staff  that  the  person  was 
an  'individual'  and  notjust  a  'dementia  patient'.  Again  the  literature  review  highlighted 
the  benefits  of  life  story  work  and  biographical  information  having  a  'personalising' 
effect  on  the  care  that  individuals  with  dementia  receive  in  care  homes  (Carlyle  and 
Schofield,  2004;  Morton,  1999;  Rich,  1996;  Kitwood,  1997). 
Several  participants  involved  in  planning  community  care  packages,  particularly  social 
workers,  CPNs  and  voluntary  organisation  managers,  also  stated  they  would  refer  to  the 
document,  especially  at  times  when  planning  care  or  at  review  meetings.  A  typical 
response  from  a  voluntary  organisation  manager  was: 
"I  would  definitely  go  hack  to  it  and  as  her  circumstances  changed  we  would  refer 
hack  and  see  what  she  wanted  Aere  would  come  a  time  when  she  wouldn't  know, 
but  she's  a  human  being  and  these  are  her  preferences  and  as  long  as  we  could  we 
would.  "  (Vo13) 
One  CPN,  who  also  stated  that  he  would  refer  to  the  document,  felt  that  often  the  views 
of  people  with  dementia  were  not  taken  into  consideration  at  multidisciplinary  meetings. 
He  stated: 
"You  have  to  look  at  what  she  wants  and  not  what  thefamily  want.  That's  the  easy 
solution.  It  doesn't  mean  that  what  she  says  will  actually  happen,  but  I  think  you 
should  refer  back  to  it  at  any  stage  in  her  illness.  "  (CPN5) 
The  question  of  whether  it  is  empowering  for  the  Values  History  to  be  'referred'  to 
although  not  specifically  adhered  to  is  explored  further  in  chapter  eleven.  Indeed,  the 
main  research  question  of  this  thesis  is  to  ascertain  if  the  Values  History  can  be  used  to 
empower  people  with  dementia  should  their  condition  deteriorate  to  the  extent  that  they 
are  not  able  to  articulate  their  views.  The  following  section  compiles  the  responses  of 
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believed  Value  Histories  could  empower  people  with  dementia. 
10.6  Do  professionals  feel  that  Values  Histories  could  empower  people  with 
dementia? 
Table  8 
On  a  scale  of  one  to  ten,  to  what  extent  do  you  feel  a  Values  History  could  empower  a 
person  with  dementia  if  their  condition  deteriorated  to  the  extent  that  they  were  not  able 
to  articulate  their  views? 
1  2  3  4  5  6  7  8  9  10 
GP  2 
Psychiatrists  3 
DN  1  2 
CPN  1  2 
N  Home  1  2  1  1 
Res  Care  1  1  2 
sw  I  I 
Volunta  2  1 
totals  3  5  71  6  6 
The  table  shows  that  the  responses  were  very  positive,  with  an  average  score  of  8  out  10 
(range  6  to  10)  and  no  obvious  differences  in  professionals'  scoring.  Similar  to  tables 
one  and  two  this  gives  a  snapshot  of  how  the  Values  Histories  were  viewed  by  the 
professionals.  However,  chapter  four  highlighted  that  the  questionnaires  were  used 
within  the  study  only  as  tools  to  add  strength  and  clarity  to  the  research  (Arksey  et  al., 
2004;  Greene  and  Caracelli,  1997).  The  interviews  provided  reasons  and  meanings 
behind  their  answers  (Mark  et  al.,  1997)  and  are  further  explored  in  chapter  eleven. 
Due  to  the  positive  nature  of  the  responses  to  the  Values  History  participants  were  asked 
if  they  had  any  concerns  about  the  documents.  The  purpose  of  this  was  to  ascertain  if 
there  was  an  element  of  idealism  or  possibly  giving  the  answers  'they  anticipate  the 
interviewer  wants  to  hear'  (Fielding,  in  Gilbert,  1996:  113).  The  following  section 
explores  some  of  the  participants'  concerns  regarding  Values  Histories. 
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Responses  were  still,  on  the  whole,  very  positive  although  participants  did  express  some 
concerns.  However,  one  of  the  main  concerns  expressed  by  several  participants  was 
putting  family  members  under  pressure  to  go  along  with  the  wishes  of  the  person  with 
dementia.  One  nursing  home  manager,  who  was  very  positive  about  Values  Histories, 
conceded: 
"Ae  downside  is  that  a  very  caringJamily  member  who  genuinelyfelt  that  to  do 
something  in  their  mum  and  dad  ýs  best  interests  might  not  lie  in  with  the  document. 
This  could  cause  them  a  great  deal  of  stress  and  guilt  when,  in  fact,  because  of  a 
change  in  circumstances  they  are  doing  the  right  thing.  "  (Nh3) 
Several  participants  mentioned  the  possibility  of  a  person  with  dementia  stating  in  their 
Value  History  that  they  would  'never'  or  'under  no  circumstances'  want  to  go  into  long- 
term  care.  This  of  course  could  be  unrealistic  on  the  part  of  the  person  with  dementia, 
and  put  carers  under  intense  pressure  to  keep  the  person  at  home  beyond  a  time  which 
was  possible.  Several  gave  examples  of  carers  they  had  known  who  had  tried  to  go  along 
with  their  relatives'  wishes  to  stay  at  home  and  eventually  when  they  were  unable  to 
manage,  felt  extreme  guilt.  Some  felt  that  if  the  person's  wishes  were  'in  black  and 
white',  as  recorded  in  the  document,  this  guilt  could  possibly  be  even  more  extreme. 
One  voluntary  manager  stated: 
"I  think  because  I'm  seeing  i1from  the  carer's  point  of  view  all  the  time,  I'm  seeing 
it  very  much  from  their  point  of  view.  I  can  see  marriages  being  destroyed,  losing 
children,  all  because  they're  trying  to  carry  out  the  wishes  oftheir  mum.  "  (Vo13) 
Several  participants  also  suggested  that  the  person's  level  of  insight  at  the  time  of  writing 
and  their  level  of  understanding  of  the  condition  would  be  of  paramount  importance. 
This  was  shown  in  chapter  four  to  be  a  valid  point  in  that  some  of  the  people  with 
dementia  interviewed  had  varying  levels  of  awareness  of  the  implications  of  the 
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up  the  pros  and  cons,  it  would  be  more  advantageous  to  have  the  document  than  not. 
According  to  one  CPN: 
"You  would  talk  around  the  issue  more  rather  than  just  accepting  things.  Ithink 
you  could  use  it  as  a  point  of  reference,  but  it  comes  back  to  their  perception  at  the 
time  of  writing.  "  (CPN  1) 
Some  also  pointed  out  that  with  the  process  of  dementia  there  could  be  a  drop  in  the 
individual's  standards,  i.  e.  hygiene,  and  whilst  on  the  positive  side  recording  their 
previous  values  could  be  a  good  benchmark  for  professionals  and  informal  carers  to 
achieve,  there  could  be  disappointment  and  guilt  if  the  person's  previous  standards  were 
not  reached.  One  participant  NNho  had  worked  with  carers  felt  that  often  carers  who  were 
able  to  accept  that  there  would  be  a  drop  in  their  relative's  standards  seemed  to  cope 
better  than  those  who  continually  strived  to  reach  'unrealistic'  standards.  'Resources' 
and  'lack  of  services'  were  also  mentioned  by  some  as  a  reason  why  standards  could  not 
be  met,  and  again  could  lead  to  disappointment. 
Another  area  of  concern,  from  a  residential  home  manager,  was  that  under  certain 
circumstances  she  thought  that  Values  Histories  could  be  too  personal  and  she  questioned 
who  would  be  allowed  to  read  them.  She  stated: 
"7he  only  thing  is  that  these  are  two  people  are  very  positive  and  relationships  are 
good,  but  ifyou  had  to  put  down  a  relationship  which  upset  You,  who  would  be  able 
to  get  their  hands  on  it?  "  (Res2) 
This  was,  in  fact,  the  case  for  one  participant  with  dementia  who  did  not  feel  he  could  be 
honest  when  recording  relationship  problems  with  his  wife  for  fear  of  upsetting  her. 
Indeed,  the  issues  around  honesty  when  discussing  family  relationships  became  an 
underlying  theme  of  the  research. 
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would  refer  to  the  document  and  that  it  would  influence  their  care,  some  felt  that  other 
professionals  might  not  refer  to  it.  GPs  were  the  most  frequently  mentioned  professional 
group  that  other  professionals  thought  would  not  refer  to  it;  likewise  many  staff  in 
community  settings  felt  that  long  term  care  providers  may  also  not  refer  to  the  document. 
According  to  two  community  staff. 
"I  think  they  would  say  they  never  had  time,  that  theY  were  too  busy-  Theyaretask 
oriented  I  think  in  the  ideal  world  we  would  all  refer  to  this  and  treat  people  as 
individuals.  "  (DN2) 
"I  don't  know  ifpeople  Oong  term  care  staff)  would  take  the  time.  Even  when  we 
send  in  an  assessment  I  think  theypick  out  the  bits  that  they  need  to  know.  "  (SW4) 
Despite  community  staff's  scepticism  about  long  term  care  staff  referring  to  the 
documents,  the  long  term  care  participants  were  one  of  the  most  enthusiastic  professional 
groups  for  having  the  Values  Histories,  stating  that  they  would  refer  to  them  and,  as  in 
case  Of  most  homes,  claimed  that  they  would  base  their  care  plans  on  them.  For  example, 
one  nursing  home  manager  suggested: 
"I  think  any  nurse  with  any  compassion  or  integrity  would  be  affected  by  this  and 
read  and  refer  to  it.  "  (N  H  5) 
Similarly,  Rich  (1996:  82)  suggests  that  Value  Histories  encourages  long  term  care  staff 
to  have  'empathy'  to  engage  with  residents  as  'unique  individuals  who  are  in  the  process 
of  shaping  their  last,  and  hence  vitally  important  phase  of  their  lives'. 
This  section  therefore  clarified  that  the  vast  majority  of  participants  would  refer  to  Values 
Histories  and  claim  that  they  would  find  them  'useful'  for  planning  care,  despite  some 
concerns.  The  final  section  chapter,  and  indeed  the  final  question  put  to  all  the 
Professional  participants,  was  whether  they  would  chose  to  have  a  Values  History  should 
they  develop  dementia.  Morris  (2005)  opines  the  'golden  rule  test'  for  deciding  if 
294 something  is  good  is  whether  the  person  would  'choose  to  be  on  the  receiving  end  of  the 
action  and  it's  potential  consequences'  (2005:  6).  Indeed,  the  late  Iris  Murdoch,  writer 
and  philosopher,  who  developed  Alzheimer's  Disease,  suggested  that  in  order  to  have 
true  empathy  a  person  must  'imagine'  and  'mentalize'  what  it  would  be  like  to  be  in 
another  person's  position  (Murdoch,  197  1;  Lita,  2003) 
. 
10.8  Would  professionals  choose  to  have  a  Value  History  should  they  develop 
dementia? 
Only  two  of  the  forty  participants  stated  that  they  would  definitely  not  want  a  Value 
History  should  they  develop  dementia,  with  three  quarters  stating  that  they  would  want 
one  and  the  remainder  'possibly'  or  'not  sure'. 
The  two  participants  who  felt  that  they  would  not  want  Values  Histories  stated  that  they 
would  rather  leave  decisions  up  to  their  families,  as  they  felt  that  a  Value  History  could 
put  them  under  pressure.  Interestingly  one  of  them,  a  psychiatrist,  stated  that  she  thought 
it  would  be  comforting  and  therapeutic  to  sit  down  with  her  family  to  go  through  the 
process  of  documenting  her  values  and  wishes  for  the  future,  but  would  have  reservations 
about  the  information  being  shared  with  others. 
The  majority  of  participants  who  were  in  the  'unsure'  category  also  stated  that  they 
would  hope  their  families  would  be  able  to  represent  them  should  they  develop  dementia. 
Two  comments  that  highlight  this  were: 
"On  one  level  yes,  but  Id  be  disappointed  if  I  thought  there  wasn't  someone  in  my 
family  who  could  represent  me.  "  (GP4) 
"Yes  I  think  so,  hut  the  reason  I  hesitated  is  because  my  gut  feeling  is  that  my 
husband  knows  everything  about  me  and  maybe  by  that  time  my  two  daughters  will. 
I  hope  that  people  round  about  me  will  know  me  .... 
but  then  again  when  I  see  carers 
about  me  with  their  own  agendas  and  emotions.  "  (Psych2) 
295 However,  the  vast  majority  stated  that  they  would  'definitely'  or  'absolutely'  consider 
having  a  Values  History.  Freeing  their  families  from  responsibilities,  knowing  their 
views  would  be  taken  into  consideration  and  not  having  to  rely  solely  on  other  people's 
views  were  the  most  often  cited  reason.  Some  comments  included: 
"I  would  want  people  to  know  my  views  were  being  expressed  when  I  couldn't.  You 
can't  always  rely  on  someone  else  to  give  them.  "  (CPN5) 
"A'sjunny  as  I  was  reading  through  this  I  thought  it  would  be  usefulfor  us  all  to  do 
this  in  our  lives.  I  have  two  sons  and  I  don't  know  if  they  would  know  what  I  want 
in  life.  "  (Res  1) 
"Absolutely.  We  do  thisfor  wills,  why  notfor  ourpersonal  wishes  while  we've  got 
ourfaculties.  "(Vol2) 
A  large  proportion  also  mentioned  the  importance  of  including  family  in  the  process 
partly  to  make  them  aware  of  their  thoughts,  but  also  free  their  families  from  any  pressure 
and  guilt.  Two  comments  included: 
"I  wouldn't  want  that  responsibility  put  on  my  family  and  would  do  it  in 
consultation  with  them.  I  wouldn't  want  them  to  have  anything  on  their 
conscience.  "  (CPN4) 
"Yes  but  Id  do  it  in  such  a  way  that  myfamily  wouldn'tfeel  guilty  if  they  had  to  put 
mein  care.  "  (Res4) 
Interestingly  this  is  also  one  of  the  recommendations  made  by  advocates  for  usage  of 
Values  Histories  for  people  with  terminal  illness:  where  possible,  they  should  involve 
family  members,  one  of  the  benefits  being  to  relieve  'burden'  of  carers  having  to  make 
difficult  decisions  (Hare  et  al.,  1992;  Doukas  and  McCulloch,  1991).  Chapter  seven 
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of  the  documents.  This  is  discussed  further  in  the  final  chapter. 
10.9  Summary 
This  final  analysis  chapter  could  claim  that  adapted  Values  Histories  for  people  with 
dementia  are  an  overwhelming  success  and  should  be  implemented  straight  away!  This 
could  seem  feasible  considering  the  vast  majority  of  professional  participants  reported 
that  the  documents  were  either  'very  useful'  or  'useful'.  Furthermore,  they  claimed  that 
they  would  refer  the  documents  either  'very  often'  or  'often'  in  their  day  to  day  practice, 
with  a  only  a  few  GPs  stating  that  they  would  refer  to  them  only  'occasionally'  but  also 
reported  that  they  would  'definitely'  refer  to  them  if  asked  to  complete  reports  related  to 
the  AWI  (Scotland)  Act  2000.  However,  the  purpose  of  this  research  is  not  to  prove  that 
Values  Histories  'work'  or  are  'good'  but  to  evaluate  the  overall  process,  from  engaging 
with  people  with  dementia  and  documenting  their  values  to  assessing  whether  the 
documents  could  make  a  difference  to  their  care.  Moreover,  given  that  several  studies 
indicate  that  professionals  working  in  care  settings  appreciate  background  information, 
life  story  books  and  details  of  individuals'  likes  and  dislikes  (Carlyle  and  Schofield, 
2004;  Godwin,  2002;  G6del,  2000),  the  positive  responses  from  professionals  are  not 
totally  surprising. 
Professional  responses  were  also  very  positive  with  regards  to  the  possibility  that  Values 
Histories  could  empower  people  with  dementia,  with  an  average  score  of  8  out  10. 
However,  as  highlighted  in  previous  chapters,  some  professionals  would  not  go  along 
with  previously  expressed  values  as  documented  in  the  Values  Histories  in  certain 
situations.  Can  one  therefore  rationally  argue  that  under  such  circumstances  the 
individual  with  dementia  is  empowered  by  completing  a  Value  History?  This  is  further 
explored  in  the  next  chapter. 
This  chapter  also  highlighted  some  of  the  challenges  faced  by  the  researcher  when 
engaging  with  participants  with  dementia  to  record  their  values.  One  of  the  main  themes 
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content  of  the  Values  History.  This  theme  emerged  in  previous  chapters  in  relation  to 
family  members  similarly  having  an  influence  on  the  content,  which  could  be  perceived 
as  being  out  of  harmony  with  the  principles  of  a  person  centred  approach  (Morton,  1999; 
Kitwood,  1997). 
It  also  touched  on  the  implications  for  future  practice  should  Values  Histories  be 
implemented.  For  the  purpose  of  the  research,  the  researcher  had  the  luxury  of  spending 
time  with  the  people  with  dementia  and  members  of  their  families,  taping  the  interviews, 
transcribing  them,  analysing  them,  writing  the  Value  Histories,  ensuring  accuracy  and 
correcting  errors.  This  begs  the  question  as  to  whether  practitioners  could  feasibly  spend 
this  amount  of  time  to  go  through  the  process  of  completing  Values  Histories  in  addition 
to  their  workload  or  whether  it  should  be  a  specialised  role?  It  is interesting  that  the  vast 
majority  of  participants  thought  that  the  Values  Histories  contained  the  correct  amount  of 
information  and  abridged  versions  could  lose  some  of  the  depth  which  they  contained. 
These  aspects  are  further  explored  in  the  final  chapter. 
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The  Values  History-  an  empowering  approach  for  people  with  dementia? 
11.1  Introduction 
11.2  How  do  professionals  engage  with  people  with  dementia  to  discuss  and  make 
plans  for  the  future? 
11.3  To  what  extent  are  people  with  dementia  able  to  discuss  the  future? 
11.4  Are  people  in  the  early  stages  of  dementia  able  to  discuss  and  record  their 
values? 
11.5  To  what  extent  should  past  wishes  and  values  be  promoted  when  a  person  loses 
insight  into  their  condition? 
11.6  Are  Values  Histories  a  practical  way  to  empower  people  with  dementia  as  the 
illness  progresses? 
11.7  Practical  implications  of  Values  Histories 
11.8  Summary 
11.1  Introduction 
This  final  chapter  brings  together  the  main  aspects  of  the  study  from  which  to  answer  the 
research  questions  outlined  in  chapter  three.  Whereas  the  previous  six  chapters  presented 
the  research  thematically  and  drew  on  relevant  literature  to  compare  and  contrast  the 
findings,  this  chapter  focuses  on  some  of  the  main  research  themes  and  how  they  relate  to 
practice.  It  is  noteworthy  to  mention  that  the  main  aim  of  the  study  was  to  evaluate 
whether  Values  Histories  could  be  used  to  empower  people  with  dementia,  should  their 
condition  deteriorate  and  they  are  no  longer  able  to  represent  their  views.  The  intention 
of  the  study  was  not  to  'prove'  that  Values  Histories  are  effective,  but  to  explore  the 
issues  around  completing  Values  Histories  with  people  with  dementia  and  whether  they 
could  be  one  way  to  give  people  with  dementia  'a  voice'.  This  can  all  too  often  be  lost 
amidst  the  opinions  of  well  meaning  relatives  and  professionals  (Goldsmith,  1996).  The 
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impact  of  Values  Histories  specifically  for  people  with  dementia,  looking  at  the 
implications  from  both  the  perspectives  of  themselves  and  of  the  professionals  involved 
in  working  with  people  with  dementia  in  both  the  early  and  latter  stages  of  the  illness. 
Moreover,  as  highlighted  in  the  previous  chapter,  the  researcher  was  able  to  reflect  on  his 
practice,  in  relation  to  the  process  of  discussing  the  future  with  people  with  dementia  and 
the  process  of  completing  Values  Histories  (Butler,  2003;  Fullar,  1999;  Schon,  1983). 
As  highlighted  in  chapter  three,  the  concept  of  empowerment  cannot  be  seen  as  a  single 
entity,  but  is  a  process  which  begins  at  the  individual  level,  with  the  person  acquiring 
knowledge,  skills  and  competencies  to  address  their  concerns,  thus  having  a  degree  of 
4control  over  destiny'  (Fitzsimons  and  Fuller,  2001;  Syme,  1988).  Therefore  to  answer 
the  main  research  question,  which  asked  whether  or  not  Values  Histories  can  empower 
people  with  dementia,  it  was  imperative  to  explore  how  people  with  dementia  felt  about 
discussing  the  future  and  the  opportunities  that  they  had  to  do  so  under  current 
arrangements.  This  therefore  is  the  main  focus  of  the  following  section.  Thereafter  this 
chapter  explores  the  feasibility  of  individuals  with  dementia  recording  their  values  and 
the  extent  to  which  professionals  would  take  cognizance  and  promote  past  wishes  and 
values  when  a  person  loses  insight  into  their  condition.  It  concludes  by  answering 
whether  the  Values  History  can  empower  individuals  with  dementia  and  the  implications 
for  practice. 
11.2  How  do  professionals  engage  with  people  with  dementia  to  discuss  and  make 
plans  for  the  future? 
Before  one  can  begin  to  discuss  the  future  with  people  with  dementia  it  is  generally 
recognised  that  sharing  the  diagnosis  is  the  first  step  of  empowerment  (Wilkinson,  2001; 
Feamley  et  al.,  1997;  Emmanuel  and  Kass,  1993).  In  the  first  instance  this  research 
clarified  that  the  vast  majority  of  professionals  believe  it  is  the  person's  right  to  know 
their  diagnosis,  and  only  in  exceptional  circumstances  should  it  not  be  shared  with 
individuals.  Clearly,  this  indicates  a  change  in  attitude  regarding  disclosure,  unlike  the 
early  1990s  where  professionals  and  families  were  reluctant  to  share  with  the  individuals 
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literature,  around  the  same  time  as  this  study,  also  picked  up  on  this  trend  (Pinner  and 
Bournan,  2003;  Lindesay,  2002).  The  study  also  confirmed  anecdotal  evidence  which 
suggests  that  medication  for  Alzheimer's  disease  is,  at  least  in  part,  responsible  for  this 
change  in  trend  (Wilkinson,  2001).  Moreover,  the  study  highlighted  that  psychiatrists 
and  CPNs  tend  to  be  more  proactive  regarding  disclosure  than  GPs,  who  'wouldn't  lie', 
but  wait  for  the  person  to  ask  before  volunteering  information.  Again  other  authors  have 
suggested  that  many  GPs  tend  to  be  reticent  about  sharing  the  diagnosis,  preferring  to 
normalise  the  person's  experiences  (Downs  et  al.,  2001). 
However,  one  of  the  main  findings  of  the  research  was  that  there  is  still  reluctance  on  the 
part  of  most  professionals,  including  psychiatrists  and  CPNs,  to  actively  discuss  the 
prognosis  of  the  illness  with  individuals  and  to  encourage  them  to  plan  for  the  future. 
Clearly  this  indicates  that,  whilst  there  has  been  a  change  in  attitude  regarding  disclosing 
the  diagnosis,  there  is  still  an  element  of  complacency  and  paternalism  concerning  the 
need  to  engage  people  with  dementia  to  plan  for  the  future.  The  research  highlighted  that 
many  professionals  'did  not  think  about  it'  or  believed  it  to  be  'kinder'  not  to  suggest  the 
possibility  of  a  decline  in  their  condition.  This  indicates  that  whilst  many  authors  opine 
that  one  of  the  benefits  of  sharing  the  diagnosis  is  to  allow  individuals  with  dementia  the 
opportunity  to  plan  for  the  future,  it  is  possibly  more  complex  than  they  suggest 
(Wilkinson,  2001).  For  example,  Wilkinson  states  that  people  with  dementia  are  'now 
having  greater  opportunities  to  plan  and  make  decisions  about  financial  management  and 
welfare'  (2001:  322).  However,  even  psychiatrists  within  this  study,  who  as  a  group 
appeared  to  be  the  most  open  with  people  with  dementia  regarding  discussing  the 
prognosis  of  the  illness,  tended  to  wait  for  the  individuals  to  ask  questions  about  the 
future  or  gave  information  to  relatives,  leaving  the  decision  up  to  them  to  decide  the 
extent  to  which  to  share  the  information. 
It  was  noteworthy  that  the  vast  majority  of  professionals  gave  information  about 
continuing  power  of  attorney  to  families,  therefore  passing  on  the  responsibility  to 
families  to  give  information  and/or  persuade  the  individuals  to  accept  power  of  attorney. 
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represent  them  in  the  future  should  their  condition  deteriorate,  and  often  presumed  that 
either  the  relatives  accompanying  them  to  appointments  or  their  next  of  kin  would 
represent  them.  This  has  major  implications  for  the  appointment  of  'Welfare  Attorneys' 
under  the  AWI  (Scotland)  Act,  2000.  Whilst  solicitors  have  an  obligation  to  make  sure 
that  adults  with  incapacity  are  not  signing  under  duress,  the  possibility  must  be 
considered  that  some  people  with  dementia  are  passively  going  along  with  their  relatives' 
wishes  without  having  the  opportunity  to  discuss  in  detail  their  values  and  wishes  with 
someone  impartial,  especially  regarding  whom  they  feel  could  best  represent  them  in  the 
future. 
Akin  to  this,  chapter  six  highlighted  that  some  people  with  dementia  felt  obliged  to 
nominate  a  spouse  or  family  member  and  not  necessarily  appoint  the  person  who  would 
best  represent  their  wishes.  The  chapter  also  showed  that  some  did  not  have  a  full 
understanding  of  the  powers  bestowed  upon  the  Welfare  Attorney.  However,  it  is 
noteworthy  that  many  professionals  recognized  that  they  would  need  to  engage  more  with 
people  with  dementia  in  the  early  stages  of  dementia  due  to  the  introduction  of  the  Act. 
This  is  an  aspect  which  warrants  further  research  as  at  the  time  of  the  study  the  concept 
of  Welfare  Attorney  was  in  its  infancy  and  had  not  been  fully  implemented  in  Scotland. 
11.3  To  what  extent  are  people  with  dementia  able  discuss  the  future? 
Although  the  research  showed  that  most  professions  did  not  actively  encourage 
individuals  with  dementia  to  discuss  the  future  it  should  be  noted  that  this  is  clearly  the 
right  approach  for  some  individuals.  Indeed,  all  participants  with  dementia  described 
good  relations  with  psychiatrists  and  CPNs  and  felt  able  to  ask  them  questions,  although 
to  a  lesser  extent  with  their  GPs.  Moreover,  during  their  interviews  some  participants 
actively  avoided  discussing  the  future  and  appeared  awkward  and  evasive  when  the 
interviewer  alluded  to  the  possibility  that  their  condition  could  deteriorate. 
Knowing  the  diagnosis  does  not  necessarily  mean  understanding  it 
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mean  understanding  it  or,  in  fact,  wanting  to  understand  it.  Moreover,  chapter  five  gave 
examples  of  how  denial  and  lack  of  insight  accounted  for  some  participants  feigning  lack 
of  awareness.  It  also  clarified  that  lack  of  awareness  is  not  an  all  or  nothing  phenomena, 
as  indicated  in  recent  literature  (Clare,  2002;  Bucks,  1999).  This  highlights  the 
complexities  of  discussing  the  future  with  people  with  dementia  and  indicates  that  it  is 
not  simply  a  matter  of  giving  information  in  one  or  two  sessions,  but  in  choosing  the  right 
moments  to  discuss  the  prognosis,  giving  the  person  time  and  going  over  the  information 
several  times  in  order  for  them  to  retain  it. 
Lack  of  information  perpetuates  lack  of  understanding 
However,  more  importantly,  this  study  showed  that,  for  some,  lack  of  information  and 
opportunity  to  discuss  the  prognosis  also  perpetuates  a  lack  of  understanding.  It  was 
noteworthy  that  approximately  half  of  the  participants  were  only  able  to  discuss  their 
fears  about  the  illness  when  prompted  and  thereafter  many  asked  questions  about  the 
future  and  appeared  to  appreciate  the  opportunity.  Possibly  this  is  one  area  where  this 
research  differs  from  other  dementia  research.  Whereas  some  researchers  recommend 
when  interviewing  people  with  dementia  that  researchers  should  not  mention  the 
diagnosis  unless  the  person  does  in  the  first  instance  (Pratt,  2002;  Mason  and  Wilkinson, 
2002),  in  this  study  the  researcher  specifically  reminded  participants  that  they  had 
dementia  and  gave  them  the  opportunity  to  discuss  the  future.  This  had  to  be  handled 
sensitively,  but  clearly  showed  that  some  participants  used  the  opportunity  to  seek 
information  and  discuss  aspects  of  the  future. 
However,  it  should  be  noted  that  there  was  wide  variation  in  the  depth  that  participants 
wanted  to  discuss  the  prognosis  and  only  a  few  wanted  to  make  specific  plans  for  the 
future.  Even  those  who  were  able  to  discuss  their  prognosis  in  detail  were  reluctant  to 
make  specific  plans,  and  interestingly  none  wanted  to  view  nursing  homes.  However, 
despite  this,  it  is  important  to  acknowledge  that  the  vast  majority  could  discuss  aspects  of 
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characteristics  of  care  staff,  physical  environment  and  social  factors  without  diff  icultY. 
One  aspect  of  the  research  which  stood  out  was  that  whilst  many  participants  could  not 
imagine  themselves  receiving  care  because  of  the  dementia,  especially  in  relation  to 
confusion  and  their  safety,  the  vast  majority  were  able  to  envisage  needing  support  due  to 
general  old  age  or  physical  ailments  and  discuss  the  care  they  would  prefer.  Whilst 
valuable  information  was  obtained  regarding  aspects  of  care  which  would  be  important  to 
them  one  must  consider  whether  obtaining  this  information  under  the  guise  of  physical 
ailment  is  empowering  or  disempowering.  This  is  further  discussed  in  section  11.5. 
The  remainder  of  this  chapter  looks  more  specifically  at  the  usefulness  of  Values 
Histories,  beginning  with  the  feasibility  of  people  in  the  early  stages  of  dementia 
discussing  and  recording  their  values. 
11.4  Are  people  in  the  early  stages  of  dementia  able  to  discuss  and  record  their 
Values? 
The  study  showed  that  people  in  the  early  stages  of  dementia,  particularly  those  with 
strong  values,  were  able  to  articulate  their  values.  It  is  noteworthy  that  the  vast  majority 
of  individuals  were  consistent  in  the  values  which  they  expressed  which  indicated  the 
importance  they  placed  on  them  and  that  they  were  'deep  rooted'  (Marquis  and  Jackson, 
2000).  However,  the  research  also  highlighted  that  many  did  not  feel  that  they  had 
strong  values  and  needed  encouragement  from  the  interviewer  to  express  them.  Often  by 
exploring  other  topics,  such  as  reminiscing  about  family,  friends  and  life  situations,  their 
values  become  apparent.  From  a  practical  point  of  view,  this  indicates  two  points  which 
need  to  be  considered. 
Firstly  it  highlighted  that,  despite  the  person's  level  of  awareness  or  willingness  to 
discuss  the  illness  and  prognosis,  they  were  able  to  discuss  their  values.  However,  this 
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were  able  to  stress  how  important  their  values  would  be  to  them  in  the  future  if  the  illness 
progressed  others,  although  able  to  articulate  their  current  values,  did  not  fully  understand 
the  extent  to  which  they  could  be  held  to  their  past  values.  This  is  further  discussed  in 
section  11.5. 
Secondly,  from  a  practical  point  of  view,  the  research  showed  that  more  time  and 
assistance  is  needed  for  the  interviewer  to  establish  a  rapport  with  the  people  with 
dementia.  However,  chapter  nine  reported  the  importance  of  how  the  interviewer  could 
possibly  'prompt'  as  opposed  to  'lead'  the  person.  It  also  showed  that  prior  information 
can  both  enhance  the  information,  but  on  the  other  hand  encourage  the  interviewer  to 
obtain  information  which  they  considered  appropriate  rather  than  the  person  with 
dementia.  Clearly,  this  indicates  that  the  role  of  the  person  assisting  the  individual  with 
dementia  to  complete  a  Value  History  should  either  be  specialized  or,  at  least,  they 
should  have  specialized  training  before  undertaking  it,  which  should  include  having 
awareness  of  this  possibility.  A  comparison  could  possibly  be  drawn  with  social  workers 
assisting  a  person  to  complete  a  needs  led  assessment,  having  to  be  aware  that  they  do  not 
prompt  clients  due  to  their  preconceived  notions  regarding  available  services.  The 
principles  of  advocacy  should  also  be  considered.  One  of  the  differences  between 
guardians  and  advocates  is  that  guardians  can  take  powers  to  decide  what  are  the  'best 
interests'  of  the  person  -a  paternalistic  role,  whereas  advocates  seek  to  learn  what  the 
person's  wishes  are  and  then  facilitate  them  -  an  empowerment  role  (Burton,  1997). 
The  research  also  showed  that  family  involvement  can  be  useful  to  draw  out  the  values  of 
their  relatives  with  dementia,  although  not  paramount.  It  is  noteworthy  that  some 
relatives  felt  they  could  complete  a  Values  Histories  with  the  person,  albeit  with 
professional  guidance.  Moreover,  the  study  highlighted  that  families  can  assist  to  'fill  in 
gaps',  especially  in  relation  to  background  information  and  'facts',  which  many 
participants  with  dementia  forgot.  However,  the  study  also  showed  that,  in  a  small 
minority  of  cases,  some  relatives  might  try  to  change  or  add  in  parts  which  they 
considered  important.  Clearly  this  shows  that  a  balance  between  receiving  information 
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the  Values  History. 
Honesty 
One  of  the  main  underlying  themes  of  the  research  was  how  honest  people  with  dementia 
could  be  when  recording  information.  Whilst  in  the  ma  ority  of  cases  it  appeared  that 
participants  were  able  to  give  an  honest  account  of  their  values  and  aspects  of  their  lives 
which  were  important  to  them,  some  felt  unable  to  record  specific  information.  The  main 
areas  highlighted  within  this  research  were:  appointing  a  welfare  attorney,  describing 
relationships  with  family,  relationships  with  professionals,  and  recording  religious 
beliefs. 
Section  11.2  highlighted  how  professionals  often  presume  that  and  individual's  next  of 
kin  or  a  relative  accompanying  them  to  an  outpatient's  appointment  has  their  best  interest 
and  will  act  on  their  behalf.  It  also  pointed  out  that  often  information  is  given  to  the 
'carer'  and  thereafter  it  is  left  to  them  to  persuade  the  person  to  legally  appoint  an 
attorney.  However,  a  few  participants  within  the  study  described  marriage  problems  and 
problems  within  their  families  which  indicated  that  they  were  not  the  best  person  to  look 
after  their  welfare.  Some  also  felt  that  a  particular  son  or  daughter  knew  them  better  than 
others  in  their  family.  In  these  instances  the  participants  did  not  feel  able  to  honestly 
record  how  they  felt.  Three  main  reasons  were  highlighted.  Firstly,  fear  of  offending  the 
person,  secondly,  causing  friction  within  their  family  and  thirdly,  not  wanting  others  to 
know  intimate  details  of  their  family  or  personal  life. 
Similarly,  chapter  5  highlighted  that  one  participant  with  dementia  was  unhappy  with  the 
care  he  received  from  his  GP.  However,  he  did  not  want  to  change  to  another  practice, 
and  did  not  want  to  criticize  his  GP  in  the  Values  History,  and  thus  did  not  feel  able  to  be 
honest.  In  this  instance  the  interviewer  wrote  positive  qualities  that  the  person  would 
look  for  in  medical  staff  rather  than  personalize  his  statement. 
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to  document  their  religious  beliefs  in  the  hope  that  future  carers  would  help  them 
maintain  their  values,  one  participant's  spouse  did  not  want  it  recorded  in  her  husband's 
Values  History  that  he  was  a  Free  Mason,  fearing  that  future  carers  could  pre-judge  him. 
Although  this  was  a  relative,  it  does  highlight  that  there  could  be  circumstances  where 
people  with  dementia  might  not  be  honest  incase  future  care  staff,  or  those  with  access  to 
their  Values  Histories,  pre-judge  them.  Indeed,  this  was  not  an  area  which  was  explored, 
but  could  create  a  dilemma  for  future  carers  should  a  person's  Values  History  contain 
information  which  conflicted  with  their  own  convictions. 
For  example,  should  a  person  with  dementia  be  encouraged  to  honestly  record 
information,  such  as,  a  dislike  for  a  certain  race,  religion  or  sexual  persuasion,  possibly 
requesting  that  certain  groups  of  people  are  excluded  from  their  future  care? 
Furthermore,  would  professionals  feel  obliged  to  maintain  values  which  were 
fundamentally  opposed  to  their  own?  These  were  not  areas  covered  in  this  study  but 
certainly  warrant  further  research. 
Whilst  this  section  shows  that  people  in  the  early  stages  of  dementia  are  able  to  record 
their  values,  the  following  section  explores  the  usefulness  of  professionals  knowing  the 
values  of  people  with  dementia,  particularly  as  the  illness  progresses. 
11.5  To  what  extent  should  past  wishes  and  values  be  promoted  when  a  person  loses 
insight  into  their  condition? 
To  answer  this  question  the  research  looked  at  five  main  areas,  namely:  appointing  a 
proxy,  religious  and  medical  values,  end  of  life  decisions,  perceptions  of  future  risk  and 
personal  appearance.  There  was  no  doubt  that  in  all  areas,  although  to  a  lesser  extent  in 
perceptions  of  future  risk,  that  the  vast  majority  of  staff  reported  they  would  find  it  very 
useful  to  know  the  person's  past  wishes  and  values  and  would  promote  them,  especially 
in  circumstances  where  the  person  appeared  to  have  forgotten  their  values  and  needed 
reminding.  For  example,  Marie's  vignette  showed  that  most  professionals  thought  it  was 
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festivities.  Similarly,  Sylvia's  vignette  showed  that  the  majority  would  make  more  effort 
, with  her  personal  care  based  on  her  past  wishes.  It  was  also  interesting  to  note  that,  even 
if  they  lost  insight,  most  felt  that  the  past  wishes  of  people  with  dementia  should  be 
adhered  to.  Moreover,  whilst  there  were  mixed  views  regarding  whether  values  changed 
throughout  life,  the  vast  majority  did  not  feel  that  perceived  changes  in  values  or 
behaviour  associated  with  dementia  could  be  viewed  similarly. 
However,  three  key  themes  emerged  where  professionals  would  have  difficulty 
maintaining  past  values,  namely:  where  the  person  appeared  agitated  or  distressed,  where 
there  was  a  conflict  with  their  professional  accountably  and  where  the  dementia  could 
have  an  effect  on  others,  particularly  their  families. 
Agitation  or  distress 
In  instances  where  it  was  suggested  that  in  order  to  maintain  past  values  the  person 
became  agitated  or  upset,  feelings  were  either  less  strong  that  values  should  be 
maintained  or  current  happiness  was  considered  more  important.  It  was  noteworthy  that 
even  participants  who  felt  strongly  that  previous  values  should  be  upheld  if  the  person 
lost  insight  into  their  condition,  tended  to  feel  that  causing  agitation  was  inappropriate. 
However,  it  was  also  noteworthy  that  many  said  they  would  still  try  other  ways  to 
maintain  the  person's  previous  values  in  ways  so  as  not  to  cause  distress.  Clearly,  this 
indicates  that  the  majority  would  not  simply  ignore  past  values,  but  make  a  decision 
based  upon  the  person's  welfare  at  the  time.  This  seems  more  in  line  with  a  person 
centred  approach,  whereby  past  values  should  be  considered  to  paint  a  picture  of  the 
person,  but  their  present  feelings  are  paramount  (Morton,  1999;  Kitwood,  1997).  This 
leads  on  to  the  second  theme,  which  was  professional  accountability. 
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As  indicated  in  the  last  section,  the  majority  of  participants  would  professionally  have 
difficulty  sustaining  previous  values  in  instances  that  would  cause  the  person  with 
dementia  distress  or  anxiety.  Other  areas  where  many  felt  that  they  had  an  ethical  and 
professional  responsibly  were  to  ensure  the  person's  health  or  safety. 
For  example,  whilst  participants  felt  that  it  was  Marie's  right  to  receive  homeopathic 
treatment  and  would  not  criticize  others  for  arranging  this,  they  felt  that  if  her  health  was 
in  danger  they  would  be  obliged  to  prescribe  conventional  treatment,  even  if  it  was  going 
against  her  previous  values.  Similarly,  with  regards  to  Sylvia's  safety,  whilst  the 
majority  stated  that  they  would  refer  to  the  document  and  possibly  'try  harder'  or  'pull 
out  all  the  stops'  only  a  quarter  felt  that  they  would  definitely  go  by  her  wishes.  Indeed 
some  even  felt  that  this  was  the  one  area  of  the  Values  History  which  they  would  be 
unable  to  comply  with.  In  such  instances  most  felt  that  professionally  they  would  need  to 
'weigh  up  the  facts'  and  the  decision  should  not  be  left  up  to  one  person  but  all  those 
involved  in  her  care.  This  is,  in  fact,  the  approach  recommended  by  many  writers 
regarding  risk  (Titterton,  2005;  Prichard,  1999).  However,  it  would  appear  that,  at  least, 
the  person's  views  would  be  considered,  even  if  eventually  overruled.  Clearly,  this 
indicates  that  whilst  it  is  appropriate  for  people  with  dementia  to  record  their  thoughts 
about  future  risk  and  safety,  they  should  be  made  aware  that  there  may  be  times  that  their 
wishes  would  be  overruled. 
Interestingly,  one  of  the  main  reasons  why  some  thought  that  it  was  difficult  for  people 
with  dementia  to  plan  for  future  risk  was  that  the  person  would  not  know  how  they  would 
feel  in  the  future,  as  the  dementia  progressed.  Some  pointed  out  that  even  those  with  a 
high  level  of  insight  and  awareness  of  the  prognosis  would  not  necessarily  know  how 
they  might  feel  in  the  future.  However,  concerning  end-of-life  decisions  most  suggested 
that  the  individual's  views  should  be  adhered  to.  Indeed,  one  could  argue  that  the  person 
with  dementia  would  similarly  not  know  how  they  would  feel  in  the  future  at  the  time  of 
writing  about  end  of  life  decisions.  Professional  participants  were  not  asked  specifically 
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of  the  person  with  dementia's  condition  on  others. 
Effect  of  dementia  on  others 
Firstly,  many  felt  that  the  person's  views  on  risk  and  safety  could  have  an  effect  on 
others,  such  as  neighbours  and  friends,  but  particularly  the  individual's  family,  and  their 
views  should  also  be  considered.  This  contrasts  with  the  person's  views  on  end  of  life 
decisions  which  only  directly  affected  their  own  quality  of  life.  Secondly,  some  felt  that 
family  members  or  carers  could  feel  under  pressure  to  keep  the  person  at  home  longer 
than  they  were  physically  or  emotionally  able  to  manage.  As  highlighted  in  chapter  6, 
many  professionals  gave  examples  of  such  cases.  Clearly  this  indicates  that,  whilst  it  is 
beneficial  for  people  with  dementia  to  record  their  views  on  future  safety,  they  should  be 
aware  of  the  impact  their  illness  could  have  on  others.  Indeed,  this  was  the  case  with 
some  participants  with  dementia.  For  example,  whilst  Sylvia  expressed  a  strong  desire  to 
stay  at  home,  she  recognized  that  a  time  might  come  when  she  was  not  able  to  make 
decisions  and  left  all  decisions  up  to  her  son  and  daughter  in  law,  and  knew  they  would 
select  an  appropriate  home  for  her.  Conversely,  it  would  appear  that  a  personal 
statement,  which  did  not  take  into  consideration  others,  would  be  less  likely  to  be  adhered 
to. 
Although  the  vast  majority  of  staff  stated  they  would  refer  to  the  Values  History  and  try 
to  maintain  the  person's  values,  it  appeared  that  having  a  family  member  to  advocate  for 
the  person  on  their  behalf  was  the  first  choice  for  many  professionals  when  difficult 
situations  arose.  It  was  interesting  that  when  professionals  were  faced  with  dilemmas,  as 
presented  in  the  vignettes,  the  majority  stated  they  would  refer  to  the  person's  family  for 
their  opinion.  Often,  it  was  only  after  the  vignettes  were  further  developed  to  exclude 
family  from  their  answers  did  they  give  their  opinions. 
For  example,  when  faced  with  the  dilemma  of  Marie  becoming  agitated  when  removed 
from  Christmas  celebrations,  in  accordance  with  her  previous  wishes,  many  reported  that 
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stated  that  if  she  had  a  supportive  family  who  wanted  her  values  maintained  they  could 
be  involved  in  her  care,  possibly  distracting  her  or  providing  an  alternative  to  the 
festivities.  Similarly,  although  the  majority  felt  that  her  wishes  regarding  homeopathy 
'should  be  respected'  many  felt  her  family  should  arrange  the  homeopathic  treatment. 
Clearly  this  indicates  that  having  a  family  member  to  advocate  on  the  person's  behalf, 
would  be  the  first  option  for  many  professionals.  Certainly,  it  would  appear  that  a  well 
thought  out  Values  History,  with  a  family  member  to  advocate  on  the  person's  behalf 
would  be  the  most  effective  way  to  empower  people  with  dementia. 
Interestingly  the  one  exception  to  this  was  regarding  end-of-life  decisions  where  the  vast 
majority  of  staff  stated  that  they  would  advocate  for  Marie's  wishes,  even  if  her  wishes 
contrasted  with  the  views  of  her  family.  Although  most  felt  that  decisions  should 
ultimately  be  made  jointly  by  the  medical  team  and  family,  many  suggested  that  the 
Values  History  could  be  used  to  remind  the  family  of  her  wishes  in  an  attempt  to 
persuade  her  family  to  comply  with  her  wishes.  Certainly,  one  could  argue  that,  even  if 
her  wishes  were  not  specifically  adhered  to,  they  would  be  taken  into  consideration. 
Moreover,  it  indicated  that  good  communication  between  the  person  with  dementia  and 
their  family  at  the  time  of  completing  the  Values  Histories  is  imperative  for  them  to 
succeed  fully. 
Pressure  on  Families 
One  of  the  main  downsides  of  Values  Histories,  which  was  exPressed  by  some 
professionals,  was  that  some  information  could  pressurize  families  to  comply  with  the 
person's  wishes,  adding  to  their  stress.  In  particularly,  it  was  suggested  that  the  person's 
documented  views  on  'independence  and  safety'  and  possibly  'never  wanting  to  go  into  a 
nursing  home'  could  cause  guilt  to  their  family  if  they  were  unable  to  maintain  the  person 
at  home.  Clearly  this  indicates  that  families  need  to  be  involved  in  such  circumstances 
where  the  person's  values  could  have  an  impact  on  their  life.  Interestingly  some 
professionals  suggested  that  there  should  be  an  adjunct  or  separate  Values  History  for  the 
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could  be  argued  that  carers  are  entitled  to  a  separate  Community  Care  Assessment  to  look 
at  their  needs  and  therefore  should  be  entitled  to  a  separate  Values  History.  However,  on 
the  other  hand  the  purpose  of  the  Value  History  is  to  give  the  person  with  dementia  a 
'voice'  when  they  are  no  longer  able  to  articulate  their  views  at  a  time  when  it  is 
presumed  that  carers  will  still,  in  fact,  have  their  voice. 
Moreover,  it  is  noteworthy  to  point  out  that  the  driving  force  behind  this  research  was  to 
explore  practical  ways  to  empower  people  with  dementia.  At  the  embryonic  stage  of  the 
research  the  author  had  a  tentative  idea  of  enabling  people  with  dementia  to  record  their 
views  about  the  future,  possibly  similar  to  advanced  directives.  It  was  only  after 
reviewing  the  literature  that  he  explored  the  possibility  of  the  Values  History  being  one 
such  tool.  The  final  research  question  brings  together  the  main  issues  of  Values  Histories 
in  relation  to  empowerment. 
11.6  Are  Values  Histories  a  practical  way  to  empower  people  with  dementia  as  the 
illness  progresses? 
As  highlighted  in  chapter  10,  the  vast  majority  of  professionals  interviewed  expressed 
positive  views  that  Values  Histories  could  be  used  to  empower  people  with  dementia. 
Indeed,  based  on  their  questionnaires  one  could  argue  that  Values  Histories  are,  in  fact,  a 
very  effective  way  to  empower  people  with  dementia  when  they  are  no  longer  able  to 
articulate  their  values  and  wishes.  However,  chapter  three  pointed  out  that  empowerment 
is  not  a  single  entity,  but  a  'process'  leading  to  a  series  of  'outcomes'  (Mason  and 
Wilkinson,  2002;  Fitzsimmons  and  Fuller,  2001)  and  the  following  points  should  be 
considered. 
Increased  understating  of  their  condition 
Firstly  individuals  should  have  'an  increased  understanding  and  awareness  of  their  own 
interests',  and  their  'position  in  relation  to  others'  (Fitzsimmons  and  Fuller,  2001:  486). 
Moreover,  chapter  three  pointed  out  that  receiving  an  early  diagnosis  and  subsequent 
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Wilkinson,  2002:  61).  However,  this  research  showed  that  whilst  all  participants  were 
aware  of  their  diagnosis,  only  a  few  had  a  very  clear  understating  of  the  prognosis  and  the 
impact  it  could  have  on  their  lives  and  family.  Moreover,  it  highlighted  that,  for  some, 
being  aware  of  the  diagnosis  does  not  necessarily  mean  understanding  it.  Clearly,  this 
indicates  that  those  with  a  good  understanding  of  the  prognosis  were  making  'informed 
choices'  and  therefore  the  process  of  completing  a  Values  History  could  be  considered 
more  empowering  than  for  those  with  limited  understanding.  However,  the  second 
aspect  of  empowerment  is  possibly  the  one  which  promotes  more  discussion. 
Acquisition  of  skills 
The  second  aspect  which  Fitzsimmons  and  Fuller  suggest  that  individuals  require  to  be 
empowered  is: 
"the  acquisition  of  the  skills  and  competencies  needed  to  achieve  desired  outcomes 
(e.  g.,  interpersonal,  practical,  political,  personal  development  skill)  "  (2001:  486). 
Acquiring  'the  skills'  infers  having  an  accurate  knowledge  of  the  condition,  prognosis 
and  care  options  and  being  able  to  make  informed  decisions  (Winner,  1996).  Moreover, 
for  the  purpose  of  this  research  it  infers  having  an  understanding  and  acquiring  the  skills 
to  complete  a  Values  History.  In  this  respect  two  main  points  emerged. 
Firstly,  section  11.2  highlighted  that  at  least  half  the  participants  within  the  study  were 
able  to  discuss  the  prognosis  and  future  in  more  depth  when  prompted  by  the  interviewer 
and  given  time  to  ask  questions.  Therefore  this  showed  that,  to  varying  degrees,  those 
participants  were  able  'acquire  skills'.  Clearly,  for  these  individuals  the  process  could  be 
viewed  as  empowering  as  not  only  did  they  acquire  skills  but  they  also  made  choices 
based  on  their  increased  knowledge  and  were  aware  that  their  Values  Histories  could 
influence  their  future,  therefore  having  a  measure  of  control  over  their  destiny 
(Fitzsimmons  and  Fuller,  2001;  Marmot  et  al.,  1997;  Jackson,  1993). 
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Histories  and  were  able  to  articulate  their  values  and  aspects  of  their  lives  which  were 
important  to  them,  many  did  not  relate  it  specifically  to  dementia,  having  only  partial 
understanding  of  the  condition.  For  example,  the  study  showed  that,  for  many,  having 
insight  was  not  an  all  or  nothing  phenomena,  as  awareness,  understanding  of  the  illness 
and  the  extent  to  which  the  participants  felt  able  to  discuss  the  condition  fluctuated. 
Although  these  participants  were  able  to  acquire  some  skills  they  did  not  fully 
comprehend  the  possible  outcome  of  the  condition.  However,  these  individuals  were  able 
to  express  characteristics  of  paid  carers  and  imagine  future  care  related  to  general  old  age 
and  infirmity  rather  than  confusion  and  cognitive  impairment.  They  were  also  able  to 
express  their  values  without  difficulty.  Whilst  on  one  level  it  could  be  argued  that  the 
information  in  their  Values  Histories  could  be  empowering  should  they  suffer  any  illness 
(one  of  which  could  include  dementia),  it  could  also  be  argued  that  they  did  not  make 
informed  'judgments  to  advance  their  own  self  interest',  specifically  for  dementia 
(Winner,  1996:  71).  Certainly,  if  one  views  Values  Histories  similarly  to  advanced 
directives  and  statements,  then  for  them  to  be  truly  empowering  and  thus  any 
'significance'  be  attached  to  them,  the  person  must  'understand  the  implications  and 
envisaged  the  type  of  situation  which  have  subsequently  arisen'  (BMA,  2003:  4.1),  which 
some  participants  did  not  fully  comprehend.  This  is  one  of  the  main  areas  where  there 
does  not  appear  to  be  a  definitive  right  or  wrong  answer  as  to  whether  Values  Histories 
are  truly  empowering. 
For  example,  Howard,  like  all  the  participants,  was  aware  of  his  diagnosis  and  was  given 
the  opportunity  to  discuss  the  prognosis.  However,  he  declined,  possibly  through  denial 
that  his  condition  would  deteriorate  or  because  he  'didn't  see  the  point  in  looking  ahead'. 
This  in  itself  could  be  seen  as  empowering  as  he  was  given  the  opportunity  to  discuss  the 
prognosis  and  exercised  his  right  not  to  discuss  the  future  (Lovestone,  1997).  He  was 
very  independent  and  could  not  envisage  a  time  that  he  would  not  be  able  to 
communicate  his  values  or  be  in  control  of  his  life.  He  also  found  it  hard  to  imagine  the 
potential  problems  he  could  experience  related  to  dementia,  in  particular,  those  related  to 
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be  generally  useful  for  professionals  to  have  a  record  of  his  values,  more  as  an  'aide 
memoir'  than  to  represent  his  views  should  he  lose  capacity.  Moreover,  unlike  some 
others,  he  was  unable  to  state  how  important  he  perceived  his  values  would  be  to  him 
should  he  deteriorate  in  the  future. 
This  example  highlights  the  complexities  of  Values  History  in  relation  to  empowering 
people  with  dementia.  If  one  simply  views  Values  Histories  as  a  way  of  giving 
background  information  to  enable  any  professional  involved  in  their  care  to  know  the 
person  better,  then  possibly  it  could  be  viewed  in  a  similar  way  to  a  life  story  book  or 
biographical  account  of  their  lives  (Godwin,  2002;  Benson,  2000;  Costello,  1996) 
Moreover,  it  could  be  viewed  as  'person  centred'  as  it  would  acknowledge  that  their 
present  identity  is  a  function  of  their  past,  but  not  in  such  a  way  that  it  'diminishes  their 
present  by  accentuating  their  past'(Morton,  1999:  14).  Moreover,  a  strong  case  could  be 
made,  based  on  Kitwood's  (1995)  model,  that  by  prizing  each  individual's  unique  life 
story  and  recording  their  past  values  and  characteristics,  the  person's  self  concept  will  be 
enhanced  and  the  care  they  receive  from  others  will  be  more  'personal'  as  the  illness 
progresses.  However,  if  one  places  more  significance  on  the  person's  statement,  thus  an 
empowering  approach  based  on  accurate  knowledge,  (Fitzsimmons  and  Fuller,  2001; 
Marmot  et  al.,  1997;  Jackson,  1993),  the  inference  is  that  the  person  should  have  an 
awareness  of  the  condition  and  the  implications  of  their  values  statement  for  the  future. 
Indeed,  if  the  person  expresses  a  desire  to  have  their  values  maintained  as  the  illness 
progresses  then  their  Values  History  could  be  viewed  similarly  to  advance  statements  and 
directives.  Possibly  one  solution  is  for  the  Values  History  to  state  at  the  outset  the 
person's  level  of  awareness  and  the  circumstances  to  which  they  would  like  their  values 
maintained.  This  leads  to  the  third  component  of  empowerment,  which  relates  to  the 
'outcome'  for  the  individual. 
Evidence  of  positive  outcomes 
According  to  Fitzsimmons  and  Fuller  there  will  be: 
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competencies,  changes  in  circumstances  or  the  achievement  ofgoal  "  (2001:  48  6). 
Again  'changes  in  circumstances  or  achievement  of  goals'  can  only  be  attained  if  people 
with  dementia  are  aware  of  the  future  implications  of  the  illness  and  the  purpose  of 
completing  a  Values  History.  The  ultimate  'goal'  for  the  person  would  be  that  their 
values  are  considered  in  any  decisions  made  about  their  care,  and  possibly  maintained 
should  that  be  their  wish.  However,  unlike  advanced  directives,  which  give  specific 
instructions  regarding  specific  treatments,  the  purpose  of  the  Value  History  is  to  direct 
professionals  to  take  into  consideration  individuals'  values,  which  are  deep  rooted  to 
them  when  making  any  decisions,  addressing  their  goals,  hopes  and  fears  (Dickens,  1993; 
Keilstein  and  Sass,  1993). 
This  research  clearly  showed  that  the  vast  majority  of  professionals  would  take  the 
person's  values  into  consideration.  Comments  such  as  'definitely',  'absolutely',  'it 
would  make  you  think  about  the  person'  or  'take  cognisance',  were  expressed  by  most 
participants  and,  as  highlighted  in  chapter  10,  the  vast  majority  believed  that  Values 
Histories  could  empower  people  with  dementia.  To  varying  degrees,  professionals  stated 
they  would  try  to  maintain  values,  based  on  the  vignettes.  Two  typical  comments 
included 
"I  think  it  wouldforce  you  to  think  ahout  the  person,  even  ifyou  went  against  her 
wishes.  "  (SW5). 
"Yes  you  may  have  to  overrule  her,  but  I  see  it  as  a  positive  step.  It's  notjust  'not 
listening'to  her  wishes,  it's  overruling  them"  (Psych  1). 
However,  is  this  truly  empowering,  if  the  psychiatrist  would  'overrule'  an  individual's 
wishes  and  the  social  worker  might  'go  against'  the  person's  wishes?  It  is  interesting  to 
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Health  Care  and  Treatment  (Scotland)  Act,  2003.  The  guidelines  state  that  a  Tribunal  or 
any  doctor  treating  a  patient  'must  send  the  Commission  a  written  record  of  the  ways 
they  have  worked  outwith  these  instructions  and  the  reasons  why,  if  the  advanced 
statement  is  not  followed'  (Scottish  Executive,  2004f.  3).  This  indicates  that  rather  than 
passively  ignoring  the  patient's  views  they  have  to  refer  to  the  person's  wishes,  and  only 
if  it  is  in  the  person's  best  interests,  based  on  their  professional  opinion,  should  their 
wishes  be  overruled.  Similarly,  the  above  two  comments  indicate  that  Values  Histories, 
although  not  legal  documents,  would  make  them  take  cognisance  of  the  individual's 
wishes  and  actively  overrule  rather  than  passively  ignore  or  not  know  what  the  person's 
wishes  would  have  been. 
It  is  noteworthy  that,  although  the  concept  of  empowerment  indicates  that  an  individual's 
views  should  be  taken  into  consideration  and  listened  to,  it  does  not  necessarily  mean  that 
they  have  to  be  followed  (Wilkinson,  2001;  Fitzsimmons  and  Fuller,  2001).  For 
example,  Wilkinson  (2001)  argues  that  although  an  empowering  system  would  allow 
people  with  cognitive  impairment  maximum  involvement  in  decisions  about  their  future, 
decision  making  should  be  seen  as  a  joint  or  collaborative  process.  Indeed,  Wilkinson 
argues  that,  in  the  context  of  dementia,  to  rely  solely  on  the  views  of  a  cognitively 
impaired  person  in  certain  situations  may  actually  disempower  them.  Clearly  this 
indicates  that  the  Values  History  can  only  be  empowering  if  people  with  dementia  are 
aware  at  the  outset  that,  although  their  values  may  influence  future  decisions,  there  may 
be  times  when  professionals  will  have  to  make  decisions  that  are  contrary  to  their  values. 
Moreover,  one  could  argue  that  it  could  be  disempowering  to  the  person  at  the  time  of 
their  illness  should  they  be  bound  by  previous  values  and,  in  effect,  indicate  that  they 
become  a  'non  person'  (Berghmans,  1997;  Dresser,  1995;  Nagai,  1979).  For  example 
would  it  be  disempowering  to  cause  Sylvia  a  degree  of  distress  and  upset  her  to  maintain 
her  previously  held  values,  even  if  she  expressed  her  wishes  when  she  had  insight? 
Interestingly  if  one  adopts  the  same  principles  as  those  set  out  by  BMA  for  advanced 
317 directives,  then  professionals  are  not  only  duty  bound  to  consider  past  wishes,  as 
documented  in  advanced  directives,  but  attempt  to  communicate  with  the  person  at  the 
time  to  ascertain  their  views.  Although  the  guidelines  do  not  specifically  mention  those 
with  cognitive  impairment,  they  indicate  that  all  aspects  of  communication  should  be 
explored  to  find  out  the  person's  current  feelings  before  any  advanced  directives  take 
effect.  Whilst  the  guidelines  mention  'competency',  a  person  centered  approach 
indicates  that  through  observation  of  body  language,  non  verbal  communication  and  their 
feelings  at  the  time  should  also  be  considered.  In  this  regard  Value  Histories  could  also 
be  viewed  as  'person  centered'  as  the  vast  majority  of  professionals  indicated  that  at 
times  when  the  person  appeared  distressed  or  agitated  they  would  put  their  current 
happiness  first,  even  if  their  decision  went  against  their  previously  recorded  values. 
However  the  research  showed  that  there  were  varying  degrees  regarding  the  extent  to 
which  professionals  felt  past  or  present  wishes  should  be  paramount,  with  many  believing 
it  would  be  right  in  certain  circumstance,  but  wrong  in  others  to  adhere  to  past  wishes. 
For  example,  some  thought  it  would  be  right  to  cause  Sylvia  a  degree  of  agitation  to 
improve  her  hygiene,  according  to  her  previously  held  values,  but  wrong  to  let  her  take 
risks  to  remain  at  home,  despite  her  previous  value  of  independence.  However,  this 
could  possibly  be  viewed  as  strength  of  Values  Histories,  rather  than  a  weakness.  Indeed, 
it  could  be  argued  that  no  one  really  knows  how  it  feels  to  be  in  the  latter  stages  of 
dementia  (Berghmans,  1997;  Nagal,  1979).  Moreover,  the  research  showed  that  Values 
Histories  could  get  the  professionals  'thinking'  about  what  the  person  wanted  at  the  time, 
whilst  looking  at  their  current  situation,  therefore  bringing  their  presentfeelings  and  past 
6voice'  into  the  debate. 
The  research  questions  also  asked  whether  Values  Histories  are  a  'practical'  way  to 
empower  people  with  dementia.  Chapter  10  highlighted  some  of  the  challenges  which  the 
researcher  experienced  while  assisting  people  with  dementia  to  complete  Values 
Histories.  This  last  section  will  therefore  summarize  these  in  relation  to  practice. 
11.7  Practical  implications  of  Values  Histories 
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complete  their  Values  History  was  highlighted  as  pivotal  in  its  success  or  failure.  For  the 
purpose  of  the  study,  the  researcher  had  the  luxury  of  spending  time  with  individuals  with 
dementia,  taping  the  interviews  and  analyzing  their  responses.  Many  participants  had  a 
degree  of  expressive  dysphasia  and  needed  prompts  and  encouragement  to  communicate 
their  values  and  preferences.  Indeed  many  were  aware  that  they  needed  'time'  to  gather 
their  thought  to  express  themselves.  However,  many  professionals,  whilst  indicating  they 
would  have  the  skills  and  knowledge  to  be  able  to  assist  people  with  dementia  to 
complete  Values  Histories,  stated  that  'time'  would  be  their  main  barrier. 
Kane  and  Degenholtz  (1997)  suggested  that  a  values  assessment  could  be  added  as  an 
adjunct  to  a  social  work  assessment  for  cognitively  intact  older  people  in  the  USA.  This 
study  clearly  shows  that  this  is  not  the  right  approach  for  people  with  dementia  who  need 
time,  not  only  to  discuss  and  document  their  values  but  to  discuss  the  diagnosis, 
prognosis  and  future  care.  Notably  Gibson  (1990)  suggests  up  to  five  interviews  to 
complete  a  Values  History  along  with  an  advance  directive  for  individuals  with  terminal 
illness.  This  study  indicates  that  Gibson's  recommendations  are  also  realistic  for  people 
with  dementia.  Moreover,  it  also  indicates  that  professionals  involved  in  the  person's 
either  require  to  set  aside  time  specifically  to  assist  the  person  to  complete  the  Values 
History  or  it  should  be  viewed  as  a  specialized  role  for  someone  specially  trained  to 
counsel  people  with  dementia,  such  as  an  advocacy  worker.  It  was  also  interesting  to 
note  that  the  vast  majority  of  professionals  preferred  Values  Histories  written  in  the  first 
person  and  viewed  direct  quotes  positively,  believing  that  it  made  the  documents  more 
'personal'.  However,  it  is  noteworthy  that  this  emerged  by  chance,  as  the  interviews 
were  taped  and  transcribed  primarily  for  research  purposes.  From  a  practical  point  of 
view  it  is  highly  unlikely  that  professionals  could  tape  and  transcribe  interviews  as  an 
adjunct  to  their  practice.  This  further  backs  up  the  case  for  a  specialized  worker  to 
dedicate  time  to  Values  Histories. 
Concerning  family  involvement,  the  research  showed  that  in  most  cases  relatives' 
knowledge  of  the  person  was  particularly  useful,  especially  to  prompt  the  person  and 
319 remind  them  of  factual  elements.  However,  the  study  highlighted  that  in  some  cases 
family  relations  were  poor  and  some  could  try  to  influence  the  information.  Again  this 
highlights  the  role  of  the  one  assisting  the  individual  to  spend  time  with  the  person  to 
ascertain  the  degree  of  family  involvement  that  they  would  like.  It  is  important  to 
acknowledge  that  many  relatives  felt  they  could  assist  the  person  to  complete  a  Values 
History  with  professional  guidance.  Again  flexibility  seems  to  be  the  key  and  as  long  as 
this  is  the  person's  choice  and  not  due  to  obligation. 
Lastly,  chapter  10  highlighted  that  one  of  the  benefits  of  practitioners  carrying  out 
research  is  to  be  able  to  reflect  on  their  practice.  Despite  over  ten  years  experience 
working  with  people  in  the  early  stages  of  dementia,  the  researcher  was  aware  when 
transcribing  the  tapes  that  some  people  with  dementia  wanted  to  explore  issues  in  relation 
to  their  illness  in  more  depth,  but  he  had  not  picked  up  on  their  feelings  at  the  time. 
Moreover,  he  was  aware  that  at  times  he  led  the  person  rather  than  let  them  'set  the 
agenda',  which  is  one  of  the  main  principles  of  person  centered  care  (Morton,  1999; 
Kitwood,  1995).  Further  research  is  required  to  ascertain  if  the  professional  background 
of  the  interviewer  could  influence  the  content  of  the  Values  History.  However,  the 
researcher  was  also  aware  that  as  he  conducted  more  interviews  his  communication  skills 
improved  and  he  was  able  to  introduce  the  possibility  of  deterioration  more  tactfully  and 
sensitively,  and  draw  out  their  values  and  thoughts  concerning  the  future.  Again  this 
reiterates  the  case  for  a  specialized  role  to  assist  people  with  dementia  to  complete  Values 
Histories.  Furthermore,  it  indicates  that  professionals  cannot  be  too  complacent 
regarding  their  practice.  Indeed,  section  11.2  highlighted  that  many  professionals  within 
the  study  were  aware  that  they  could  do  more  to  engage  people  with  dementia  to  discuss 
the  future,  partly  due  to  fear  of  upsetting  the  person,  but  perhaps  an  element  of 
complacency. 
11.8  Summary 
This  study  showed  that  Values  History  can  indeed  be  an  effective  way  of  empowering 
people  with  dementia,  as  was  the  case  for  approximately  half  of  the  participants.  Indeed, 
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discuss  the  issues  related  to  their  future,  understands  the  purpose  of  the  Values  History, 
considers  their  family's  feelings  and  involves  them  in  the  process  where  appropriate.  The 
individuals  should  also  be  aware  that  although  their  values  will  be  'considered'  when 
decisions  are  made  about  their  care,  at  times,  they  may  have  to  be  compromised  if  family 
or  professionals  feel  it  is  in  their  best  interests.  Moreover,  the  study  highlighted  that 
having  a  supportive  family  who  refer  to  the  document  and  advocate  on  the  person's 
behalf  appears  to  be  the  most  empowering  approach. 
However,  the  research  highlighted  that  there  could  be  instances  where  Values  Histories 
could  be  disempowering  and  highlighted  three  main  areas.  Firstly  where  individuals 
never  fully  understood  their  prognosis,  secondly  where  they  could  not  record  honestly 
how  they  felt,  and  thirdly  where  they  felt  under  pressure  from  family  or  professionals  to 
omit  or  include  information. 
With  regards  to  individuals  not  fully  understanding  their  prognosis,  it  could  be 
considered  cruel  or  disempowering  to  try  to  force  understanding  upon  the  person  merely 
for  them  to  state  their  views  about  the  future.  Indeed,  these  participants  were  still  able  to 
discuss  and  document  their  Values  Histories.  Possibly,  one  way  around  this  is  to  record 
that  this  is  how  the  person  feels  at  the  time  and  record  their  level  of  understanding  to 
allow  professionals  scope  to  decide  how  relevant.  It  should  also  be  noted  that  Values 
Histories  are  not  advanced  directives,  but  were  initially  developed  to  build  a  picture  of 
the  person,  thus  allowing  their  values  to  be  taken  into  consideration  at  a  time  when  they 
are  no  longer  able  to  express  them.  Therefore,  if  one  considers  the  person  centered 
approach  of  empowerment,  which  is  not  related  to  cognitive  awareness  or  understanding 
when  the  person  completes  it,  then  this  would  encompass  all  people  with  dementia  and 
not  just  those  with  an  understanding.  Moreover,  if  one  adopts  the  person  centered 
approach  which  considers  the  information  is  to  build  a  picture  of  the  person's  past  but  not 
at  the  expense  of  their  current  feelings,  again  this  could  incorporate  all  people  with 
dementia,  as  long  as  they  were  aware  of  this  at  the  time  of  writing. 
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family  relationships,  there  is  clearly  a  case  for  advocacy  or  possibly  for  this  information 
to  be  recorded  elsewhere,  in  medical  or  social  work  case  notes.  Furthermore,  the 
research  clearly  showed  that  professionals  tend  not  to  discuss  with  individuals  the 
implications  of  appointing  a  welfare  attorney  or  who  they  would  like  to  represent  them 
should  they  deteriorate.  This  is  one  area  where  more  effort  is  needed  on  the  part  of 
professionals.  Unfortunately  this  study  was  carried  out  whilst  the  AWI  (Scotland)  Act 
(2000)  was  in  its  infancy.  It  was  noteworthy  that  some  professionals  alluded  to  the 
possibility  that  their  practice  would  have  to  change  as  a  result  of  the  Act.  Clearly  this  is 
an  area  that  requires  further  research.  Moreover,  it  is  interesting  that  Gordon  (2004) 
suggests  a  merger  of  the  Act  with  the  Mental  Health  (Care  and  Treatment)  (Scotland)  Act 
(2003)  in  the  future.  Certainly  the  principles  of  advocacy,  named  person  and  advanced 
statements  could  be  considered  for  people  with  dementia  or  at  least  warrants  further 
research 
Finally,  as  indicated  in  chapter  four,  the  preferred  method  of  research  would  have  been  to 
conduct  a  longitudinal  study  beginning  with  participants  with  dementia  completing 
Values  Histories  and  thereafter  interviewing  professionals  involved  in  their  care 
throughout  their  'journey  of  dementia'.  However,  time  would  not  have  allowed  for  this 
to  take  place,  so  vignettes  were  used  to  elicit  the  views  of  professions.  Indeed  the  vast 
majority  of  professionals  were  very  positive  about  the  information  in  the  Values 
Histories,  with  many  stating  they  would  strive  to  maintain  individuals'  recorded  values 
and  even  those  who  felt  values  were  inclined  to  change  over  time  claimed  they  would 
refer  to  the  documents  and  'think  more'  about  the  person.  However,  the  only  way  this 
can  be  truly  evaluated  is for  a  longitudinal  study  to  take  place  from  the  onset  of  dementia 
till  their  final  days. 
Whilst  it  was  initially  envisaged  that  a  longitudinal  study  may  have  taken  up  to  ten  years 
to  complete,  possibly  this  would  not  have  been  the  case  and  could  have  been  undertaken 
in  less  time.  Of  the  fourteen  people  with  dementia  interviewed  for  the  research,  a  few  are 
322 still  living  at  home,  with  support  from  professionals  and  family,  some  are  now  living  in 
nursing  and  residential  care,  and  many  have  died. 
Sadly,  both  Marie  and  Sylvia,  whose  Values  Histories  were  the  basis  of  the  vignettes 
throughout  this  study,  died.  Marie  died  in  a  nursing  home  approximately  two  years  after 
her  interview.  Marie's  wish  was  to  be  cared  for  by  her  spiritual  'brothers'  and  'sisters' 
but  knew  this  would  not  be  possible  as  the  only  nursing  homes  for  Jehovah's  Witnesses 
were  in  England.  However,  her  family,  after  careful  consideration,  chose  a  nursing  home 
which  was  walking  distance  from  her  'Kingdom  Hall',  where  her  'brothers  and  sisters' 
could  visit  her  on  a  regular  basis.  Sylvia  who  stated  in  her  Value  History  that  her  'goal' 
was  to  'stay  at  home  'til'  the  Good  Lord  took  her'  died  peacefully  in  her  sleep,  at  home, 
having  enjoyed  a  game  of  bowls  the  previous  day.  Both  her  son  and  minister  referred  to 
and  quoted  her  Values  History  at  her  funeral. 
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The  Extended  Values  History 
A  form  to  assist  you  in  making  health  care  choices  in  accordance  with 
your  values 
It  is  important  that  your  medical  treatment  be  your  choice.  The  purpose  of 
this  form  is  to  assist  you  in  thinking  about  and  writing  down  what  is 
important  to  you  about  your  health.  If  you  should  at  some  time  become 
unable  to  make  health  care  decisions,  this  form  may  help  others  make  a 
decision  for  you  in  accordance  with  your  values. 
The  main  section  of  this  form  provides  an  opportunity  for  you  to  discuss 
your  values,  wishes,  and  preferences  in  a  number  of  different  areas,  such  as 
your  personal  relationships,  your  overall  attitude  towards  life,  and  your 
thoughts  about  illness.  Towards  the  end  of  the  form  is  a  space  for  indicating 
whether  you  have  completed  an  Advance  Directive  (Living  Will)  and  where 
such  documents  may  be  found. 
The  Extended  Values  History  Form  is  not  copyrighted.  You  are  encouraged 
to  make  additional  copies  for  friends  and  relatives  to  use. 
Signature: 
D.  O.  B.:  Today's  Date: 
If  someone  has  assisted  you  in  completing  this  form,  please  fill  in  his  or  her 
name,  address,  and  relationship  to  you: 
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Address: 
Relationship: 
OVERALL  ATTITUDE  TOWARDS  LIFE  AND  HEALTH 
What  would  you  like  to  say  to  someone  reading  this  document  about  your 
overall  attitude  towards  life? 
What  goals  do  you  have  for  the  future? 
How  satisfied  are  you  with  what  you  have  achieved  in  your  life? 
What,  for  you,  makes  life  worth  living? What  do  you  fear  most?  What  frightens  or  upsets  you? 
What  activities  do  you  enjoy  (eg  hobbies,  watching  TV)? 
How  would  you  describe  your  current  state  of  health? 
If  you  currently  have  any  health  problems  or  disabilities,  how  do  they  affect: 
You?  Your  family?  Your  work?  Your  ability  to  function? 
If  you  have  any  health  problems  or  disabilities,  how  do  you  feel  about  them? 
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What  would  you  like  to  say  to  someone  reading  this  document  about  your 
general  health? 
PERSONAL  RELATIONSHIPS 
What  role  do  family  and  friends  play  in  your  life? 
How  do  you  expect  friends,  family  and  others  to  support  your  decisions 
regarding  medical  treatment  you  may  need  now  or  in  the  future? 
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relationships  in  your  life? 
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If  you  were  to  experience  decreased  physical  and  mental  abilities,  how 
would  that  affect  your  attitude  toward  independence  and  self-sufficiency? 
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LIVING  ENVIRONMENT 
Have  you  lived  alone  or  with  others  over  the  last  10  years? 
How  comfortable  have  you  been  in  your  surroundings? How  might  illness,  disability  or  age  affect  this? 
What  general  comments  would  you  like  to  make  about  your  surroundings? 
RELIGIOUS  BACKGROUND  AND  BELIEFS 
What  is  your  spiritual/religious  background? 
How  do  your  beliefs  affect  your  feelings  towards  serious,  chronic  or 
tenninal  illness? 
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What  general  comments  would  you  like  to  make  about  your  beliefs? 
RELATIONSHIPS  WITH  DOCTORS  AND  OTHER  HEALTH  CAREGIVERS 
How  do  you  relate  to  your  doctors?  Please  comment  on:  trust;  decision 
making;  time  for  satisfactory  communication;  respectful  treatment. 
How  do  you  feel  about  other  caregivers,  including  nurses,  therapists, 
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What  else  would  you  like  to  say  about  doctors  and  other  caregivers? 
THOUGHTS  ABOUT  ILLNESS,  DYING  AND  DEATH 
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death? 
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ten-ninally  ill?  in  a  permanent  coma? 
What  general  comments  would  you  like  to  make  about  medical  treatment? 
FINANCES 
What  general  comments  would  you  like  to  make  about  your  finances  and 
any  costs  connected  with  your  health  care? What  are  your  feelings  about  having  enough  money  to  provide  for  your 
care? 
FUNERALPLANS 
What  general  comments  would  you  like  to  make  about  your  funeral  and 
burial  or  cremation? 
Have  you  made  your  funeral  arrangements?  If  so,  with  whom? 
OPTIONAL  QUESTIONS 
How  would  you  like  your  obituary  (announcement  of  your  death)  to  read? 
Write  yourself  a  brief  eulogy  (a  statement  about  yourself  to  be  read  at  your 
funeral). 
What  would  you  like  to  say  to  someone  reading  this  Extended  Values 
History  Form? 
HEALTH  CARE  DECISION  DOCUMENTS 
Have  you  signed  a  Living  Will? 
Yes  No 
Where  can  it  be  found? 
Name: 
Address: 
Phone: Appendix  two 
Information  sheet 
TITLE  OF  STUDY 
VALUES  HISTORIES  -A  WAY  OF  EMPOWERING  DEMENTIA  SUFFERERS? 
A  STUDY  TO  EVALUATE  THE  IMPACT  OF  VALUES  HISTORIES  ON 
DEMENTIA  SUFFERERS  AND  THE  STAKEHOLDERS  IN  THEIR  CARE. 
You  may  recently  have  been  diagnosed  suffering  from  an  illness,  which  indicates  that 
you  may  require  an  element  of  care  in  the  future,  i.  e.  dementia  or  stroke  disease.  The 
illness  might  also  indicate  that,  due  to  progressive  memory  problems  or  confusion, 
you  might  have  to  increasingly  rely  on  others  to  make  decisions  about  your  care.  The 
general  aim  of  the  study,  is  to  establish  how  health  care  professionals  can  elicit 
patients'  values  and  care  preferences  in  such  a  way  that  they  can  be  taken  into 
consideration  in  the  future.  It  is  also  the  intention  of  the  study  to  look  at  ways  of 
improving  communication  about  future  health  planning  between  patients,  carers  and 
health  professionals.  The  assessment  which  we  have  chosen  is,  the'  Values  History', 
and  with  the  help  of  twelve  patients  and  their  carers  we  will  evaluate  whether  it  is  a 
useftil  assessment  or  not. 
What  will  be  expected  of  my  carer  and  me? 
Interviews  will  be  conducted  with  you  and  your  carer.  The  interviews  will  take 
approximately  an  hour  each.  The  focus  of  the  interviews  will  be  to  discuss  your 
values  and  care  preferences  should  your  health  deteriorate.  The  object  of  the  first 
interview  will  be  to  discuss  the  study  and  answer  any  questions  you  have  about  the 
study.  During  the  next  two  interviews  a'Values  History'form  will  be  completed  with 
you  as  the  sole  participant.  The  next  interview  will  be  conducted  solely  with  your 
carer,  to  discuss  the  completed  Values  History  form.  Finally  the  document  will  be 
discussed  together  with  yourself  and  your  carer  together. 
What  is  a  Values  History  form? 
The  Values  History  form  was  originally  developed  at  the  Centre  for  Health,  Law  and 
Ethics,  University  of  New  Mexico.  It  was  initially  produces  to  assist  those  suffering 
from  terminal  illnesses  to  have  their  values  represented  in  the  latter  stages  of  their 
illnesses.  For  the  purpose  of  this  study,  however,  the  form  will  be  adapted  to  consider 
how  to  represent  your  values  in  relation  to  community  care  (values  being  deep  held 
beliefs,  which  we  feel  strongly  about  either  positively  or  negatively). 
Typical  questions  will  include; 
What  role  do  family  and  friends  play  in  your  life? 
How  important  is  your  religion  or  faith? 
What  are  your  fears  and  hopes  for  the  future? What  if  I  can't  answer  the  questions? 
You  will  not  be  expected  to  answer  all  the  questions,  only  the  ones  which  are  relevant 
to  your  own  values  and  beliefs.  The  purpose  of  the  research  is  to  establish  how  it  feels 
for  you  to  discuss  personal  values  and  care  preferences  with  health  care  professionals. 
It  will  therefore  still  be  useful  for  us  to  know  how  easy  or  difficult  you  find  it  to 
answer  the  questions. 
What  if  I  don't  have  a  carer? 
For  the  purpose  of  the  research  a  carer  can  include  a  'potential'  carer  or  someone 
whom  you  would  trust  to  look  after  your  interests  should  you  no  longer  be  able  to. 
Why  do  you  need  to  interview  my  carer? 
One  area  of  the  research  is  to  establish  how  aware  your  carer  is  of  your  values  and 
care  preferences.  Another  aim  is  to  establish  if  the  Values  History  can  be  used  to 
improve  communication  between  yourself  and  your  carer. 
Where  will  the  interviews  take  place  and  what  will  be  the  format? 
They  will  take  place  wherever  is  most  convenient  for  you  and  your  carer,  possibly  at 
your  home  or  at  the  Resource  Centre.  The  interviews  will  be  very  informal.  To  assist 
with  recall,  they  will  be  tape  recorded.  We  will  use  a  Values  History  form  as  the  basis 
for  discussion.  Interviews  will  take  approximately  an  hour. 
Is  the  information  confidential? 
The  researcher  is  the  only  person  who  will  need  to  know  your  name  and  is  the  only 
person  who  will  requires  to  listen  to  the  tape.  Relevant  information  will  be 
incorporated  as  part  of  a  thesis  but  fictitious  names  will  be  used.  Your  consent  will 
however  be  required  for  the  information  to  be  discussed  with  your  carer. 
What  will  happen  to  the  completed  values  history  form? 
Information  in  the  forms  will  be  used  for  research  purposes  as  part  of  a  thesis,  but 
fictitious  names  will  be  used.  You  will  however  be  given  a  copy  of  the  form  which 
you  may  wish  to  give  to  your  GP,  nurse,  social  worker  or  members  of  your  family 
(this  is  what  the  form  is  intended  for). 
What  if  I  change  my  mind  and  do  not  want  to  continue  with  the  research? 
You  can  discontinue  the  research  at  any  time  you  want  and  this  will  not  affect  your 
health  care  treatment. Who  is  conducting  the  research? 
Robert  Boyd,  a  Community  Psychiatric  Nurse  with  15  years  nursing  experience,  will 
be  conducting  all  the  interviews. 
He  is  currently  undertaking  a  post  graduate  degree  at  the  University  of  Glasgow  and 
has  received  support  from  the  Primary  Care  Trust  to  look  at  ways  of  improving 
patient  care  for  older  people.  He  can  be  contacted  at 
Eastvale  Resource  Centre, 
130  Stonelaw  Road, 
Rutherglen, 
Glasgow  Tel  5314100 Appendix  three 
Consent  form 
Name  0000000000 
I  have  been  given  a  personal  copy  of  the  information  sheet  and  read  it  in  full.  I 
have  discussed  the  research  with  Robert  Boyd  and  had  the  opportunity  to 
discuss  the  study  with  him  and  ask  questions  about  it.  I  agree  for  the 
information  from  the  Values  History  to  be  shared  and  discussed  with  my  carer. 
I  am  aware  that  the  information  will  be  incorporated  into  a  thesis,  but  will  be 
treated  with  confidentiality  and  my  name  will  not  appear  in  the  thesis  or  any 
subsequent  publications.  I  understand  that  I  can  discontinue  the  research  at  any 
time  and  it  will  not  affect  my  relationships  with  health  care  professionals.  I  will 
be  given  a  copy  of  the  completed  Values  History  document. 
I  therefore  give  my  consent  to  participate  in  the  research. 
Signed  (participant) 
..................................... 
Witness  (preferably  carer)  .......................................... 
Date  .............................. 
Appendix  3 Appendix  four 
Folstein  Mini  Mental  Status  Examination 
Task  Instructions  Scoring 
Date  "Tell  me  the  date?  ''  Ask  for  omitted 
One  point  each  for  year, 
Orientation  items.  season,  date,  day  of 
week,  and  month 
Place 
Orientation 
Register  3 
Objects 
Serial 
Sevens 
Recall  3 
Objects 
Naming 
Repeating  a 
Phrase 
Verbal 
Commands 
f  One  point  each  for  state,  I 
"Where  are  you?  "  Ask  for  omitted  items.  county,  town,  building,  and  5 
floor  or  room 
Name  three  objects  slowly  and  clearly.  One  point  for  each  item  1-3 
Ask  the  patient  to  repeat  them.  correctly  repeated 
Ask  the  patient  to  count  backwards  from  One  point  for  each  correct  100  by  7.  Stop  after  five  answers.  (r 
"  "  answer  (or  letter) 
world  backwards.  )  ask  them  to  spell 
Ask  the  patient  to  recall  the  objects  One  point  for  each  item 
mentioned  above.  correctly  remembered 
Point  to  your  watch  and  ask  the  patient  One  point  for  each  correct 
what  is  this?  "  Repeat  with  a  pencil.  answer 
---  ---  -  ------ 
Ask  the  patient  to  say  "no  ifs,  ands,  or  One  point  if  successful  on 
buts.  ''  first  try 
Give  the  patient  a  plain  piece  of  paper 
and  say  "Take  this  paper  in  your  right  One  point  for  each  correct 
hand,  fold  it  in  half,  and  put  it  on  the  action 
floor.  " 
5 
3 
2 
I 
3 
Written  Show  the  patient  a  piece  of  paper  with  One  point  if  the  patient's 
,  eyes  close  Commands  "CLOSE  YOUR  EYES"  printed  on  it. 
Writing 
Drawing 
Scoring 
Ask  the  patient  to  write  a  sentence 
Ask  the  patient  to  copy  a  pair  of 
intersecting  pentagons  onto  a  piece  of 
paper. 
One  point  if  sentence  has 
a  subject,  a  verb,  and  11 
makes  sense 
One  point  if  the  figure  has 
ten  corners  and  two 
intersecting  lines 
Total  Possible  Points  1:  30 Appendix  five 
Insight  rating  scale  (after  Verhey  et  al,  1993) 
Score  Health  Care  Professional  Carer  Rating 
4  Patient  has  adequate  knowledge  of  Your  relative  has  adequate 
Adequate  his/  her  cognitive  deficits.  knowledge  of  his  or  her  memory 
Complains  spontaneously  about  problems. 
memory  or  other  cognitive  She/he  complains  spontaneously 
difficulties.  about  memory  or  other 
difficulties. 
3  Patient  has  some  knowledge  of  Your  relative  has  some 
Mildly  his/her  cognitive  deficits,  but  with  knowledge  of  his  or  her  memory 
disturbed  some  gaps.  problems,  but  with  some  gaps. 
Complains  spontaneously  about  She  /he  may  complain  about 
memory  difficulties.  these  difficulties. 
History  of  difficulties  given  by  the  Your  relative  sometimes 
patient  shows  some  discrepancies  disagrees  with  you  about 
with  eh  history  given  by  the  carer.  whether  she/he  has  forgotten 
something. 
2  Obvious  discrepancies  with  history  Your  relative  has  only  a  vague 
Moderately  given  by  carer.  awareness  of  his  or  her  memory 
disturbed  problems. 
She/he  admits  to  difficulties 
only  when  questioned  about 
them. 
I  Patient  denies  any  deficits.  Your  relative  has  no  awareness 
Severely  Does  not  complain  about  memory  of  memory  difficulties. 
disturbed  whatsoever,  even  after  being  She.  /  he  may  deny  any  problems 
questioned  about  it.  with  memory. Appendix  six 
Interview  schedule 
Send  two  Values  Histories  prior  to  interview 
General  thoughts  regarding  values 
Do  values  change  throughout  adult  life? 
Do  values  change  in  older  years? 
In  your  experience  do  the  values  of  peoples  with  dementia  change  as  the  illness  progresses? 
Would  you  view  a  change  in  a  person's  behaviour  as  a  change  in  their  values?  Examples 
Is  it  useful  to  record  the  values  of  people  with  dementia? 
Should  we  try  to  maintain  a  person's  values  even  if  it  does  not  appear  to  matter  to  them  as  the 
illness  progresses? 
General  comments  about  the  two  Values  Histories 
Would  you  know  this  type  of  information  about  your  patients?  Explore 
Would  or  should  it  be  recorded  elsewhere  or  in  their  notes? 
Would  you  refer  to  this  document  in  the  future  if  their  condition  deteriorated? 
Does  it  have  more  impact  in  the  first  person  or  third  person? 
Sharing  the  diagnosis 
Refer  to  Sylvia's  Values  History,  section  highlighted  'attitude  towards  dementia' 
How  appropriate  do  you  feel  it  is  to  have  this  information? 
Who's  role  do  you  feel  it  is  to  give  the  diagnosis  and  information  about  dementia? 
How  do  you  (or  do  you  routinely)  inform  a  person  that  they  have  dementia? 
Why  share/not  share? 
Give  examples  of  situations  where  you  would  or  would  not  share  diagnosis 
If  a  relative  asked  you  asked  not  to  share  the  diagnosis  with  the  person  would  you  go  along 
with  their  wishes?  How  would  you  deal  with  this  situation? 
How  or  do  discuss  the  prognosis  and  future  care  with  the  person  with  dementia? 
How  do  you  decide  how  much  information  to  give  the  person  with  dementia? 
Sharing  diagnosis  is  often  compared  to  telling  someone  they  have  cancer.  What  in  your  view 
are  the  differences  or  similarities? 
Do  you  view  dementia  as  a  terminal  illness?  explain 
How  or  should  we  involve  people  with  dementia  in  planning  their  care? 
Sylvia's  appearance  and  hygiene 
Refer  to  section  highlighted  'How  important  is  your  appearance? 
is  this  information  useful?  Is  it  appropriate  to  record  it? 
Would  this  statement  have  any  impact  on  Sylvia's  future  care? 
imagine  Sylvia  becomes  unkempt  and  neglects  her  hygiene  due  to  forgetfulness.  She  is  happy 
and  unaware  that  she  is  dirty. 
Should  she  still  be  bound  by  her  previous  values? 
How  should  the  situation  be  dealt  with? Is  it  worthwhile  causing  her  agitation  or  distress  to  bring  back  to  previous  standards?  If  so  to 
what  extent?  Explore 
Family  and  Relationships 
Refer  to  section  regarding  'family  relationships' 
How  usefulness  is  it  to  know  this  information.  Is  it  appropriate  to  record? 
Sylvia  condition  has  deteriorated  and  she  no  longer  has  insight  into  her  condition.  She  is 
neglecting  her  hygiene  and  been  wandering  in  the  local  area.  She  is  well  known  and  people 
bring  her  back  to  the  house.  She  refuses  services  although  accepts  meals  on  wheels.  She  has 
fallen  out  with  her  daughter  and  refuses  to  let  her  into  her  house  accusing  her  of  being 
interfering.  She  told  you  she  does  not  want  you  to  discuss  her  care  with  her  daughter. 
How  would  you  deal  with  this  situation? 
Would  the  information  in  the  Values  History  influence  how  much  contact  you  would  have 
with  her  daughter? 
Would  you  respect  her  current  or  past  wishes? 
How  do  you  encourage  the  person  to  choose  a  proxy? 
How  do  you  know  if  the  person's  relative  has  their  best  interests? 
How  do  you  obtain  the  balance  between  the  needs  of  the  carer  and  the  person  with  dementia? 
How  do  you  seek  the  person  with  dementia's  consent  to  discuss  their  condition  with  their 
carer? 
Have  you  experienced  any  situations  where  you  felt  that  carers  did  not  have  the  person'  best 
interests? 
Have  you  experienced  any  situations  where  you  felt  that  a  person  with  dementia  required 
someone  to  represent  him  or  her  independently  rather  than  family? 
Have  you  come  across  any  instances  where  carer's  views  were  put  before  person  with 
dementia?  Was  it  appropriate? 
What  impact  do  you  feel  the  Adults  with  Incapacity  (Scotland)  Act  will  have  on  people  with 
dementia?  Do  you  feel  it  will  change  your  practice? 
Independence  and  safety 
Refer  to  section  within  Sylvia's  Values  History  regarding  'Independence  and  safety' 
How  appropriate  do  you  feel  it  is  to  record  this  information? 
Do  you  think  it  would  have  any  impact  on  her  care? 
If  a  review  meeting  was  held  to  discuss  Sylvia's  safety  do  you  think  it  would  be  appropriate 
to  refer  to  the  document?  Do  you  think  it  would  (or  should)  influence  decision? 
Does  the  fact  that  it  is  recorded  make  any  difference? 
Do  you  feel  it  is  feasible  or  appropriate  to  ask  a  person  in  the  early  stages  of  dementia  what 
risks  that  they  would  be  willing  to  take  to  stay  at  home? 
To  what  extent  would  you  go  along  with  Sylvia's  wishes  if  it  conflicted  with  her  carer's 
wishes?  e.  g.  wandering,  home  security, 
What  do  you  think  is  an  acceptable  level  of  acceptable  risk  for  a  person  with  dementia  to  take 
to  stay  at  home? 
Have  you  come  across  conflicting  attitudes  regarding  acceptable  risk  i.  e.  differing  profession 
attitudes  nurse  v  doctor  carer? 
Residential  care 
in  your  experience  are  people  with  dementia  admitted  into  residential  care  either  prematurely 
or  left  too  long  in  the  community? 
What  were  the  circumstances  and  what  would  have  prevented  this?  examples How  do  you  deal  with  situations  whereby  a  family  might  request  residential  care  for  the 
person,  but  the  person  refuse  to  enter? 
What  factors  influence  their  capacity  to  decide? 
How  relevant  or  irrelevant  do  you  feel  the  information  in  the  Values  History  would  be  for  a 
person  after  they  have  been  admitted  into  residential  care? 
Marie's  personal  care 
Refer  to  section  where  Marie  records  her  views  about  'personal  care'. 
Marie  states  that  she  does  not  want  her  family  to  assist  with  personal  care,  especially  in 
relation  to  incontinence.  She  wants  them  to  'remember  her  the  way  she  was'.  She  loses  insight 
into  her  condition  and  does  not  recognise  her  family. 
Is  it  appropriate  for  Marie  to  record  this  information? 
Should  her  family  respect  her  previous  wishes  or  assist  her? 
What  would  you  recommend  if  her  family  asked  for  your  opinion? 
Would  it  be  appropriate  for  \Marie  to  ask  for  only  females  to  be  involved  in  her  care? 
Marie's  religious  values 
Refer  to  section  where  Marie  records  her  'religious  beliefs'. 
Is  it  appropriate  to  record  religious  values? 
Do  you  ask  patients  about  their  religious  values? 
Is  this  information  recorded? 
Imagine  Marie's  condition  has  deteriorated  to  the  extent  that  she  does  not  recognise  her 
husband  and  believes  that  her  children  are  her  brothers  and  sisters.  She  has  been  admitted  to 
residential  care.  She  however  believes  that  she  is in  a  hotel  and  that  the  residents  are  fellow 
witnesses.  She  enjoys  sitting  in  the  lounge  with  the  residents  and  appears  to  enjoy  birthday 
parties  and  religious  celebrations. 
To  what  extent  should  her  previous  religious  wishes  be  considered  as  recorded  in  her  Values 
History? 
How  would  you  deal  with  his  situation? 
Should  she  be  removed  from  the  festivities? 
Would  it  make  a  difference  if  she  became  upset  or  agitated  when  removed? 
To  what  extent  should  her  family's  views  be  considered? 
What  if  they  were  not  Jehovah's  Witnesses? 
Marie's  medical  values 
Refer  to  the  section  in  Marie's  Values  History  regarding  'homeopathic  treatment'. 
Is  it  appropriate  to  record  this  information? 
Should  her  medical  values  be  maintained  if  she  has  lost  insight  into  her  condition  and  not 
aware  what  medication  she  is  receiving? 
Do  you  think  her  views  would  be  respected  in  a  residential  care  home? 
Marie  has  become  very  agitated  and  staff  would  like  medication  prescribed  to  settle  her. 
To  what  extent  should  her  views  regarding  homeopathy  be  considered? 
What  if  she  had  a  chest  infection  or  a  serous  illness? 
Marie's  end  of  life  values Marie's  condition  has  deteriorated  to  the  extent  that  she  is  doubly  incontinent,  does  not  appear 
to  recognise  anyone  in  her  family  and  cannot  walk.  She  has  been  transferred  to  a  nursing 
home.  She  has  difficulty  swallowing  and  two  of  her  children  have  requested  that  she  receives 
a  peg  feed  (similar  to  some  other  patients  in  the  ward).  Others  in  her  family  have  concerns 
about  this  stating  that  this  would  be  going  against  her  wishes. 
Is  it  appropriate  to  record  Marie's  views  about  the  end  of  her  life? 
To  what  extent  should  her  views  in  the  Values  History  be  taken  into  consideration  regarding 
end  of  life  decision  and  proxy  medical  decisions. 
Imagine  there  was  a  review  meeting  to  discuss  her  condition. 
Should  the  Values  History  be  referred  to? 
What  would  your  opinion  be  regarding  peg  feeding  her? 
Imagine  her  all  of  her  family  wanted  her  peg  fed.  Do  you  think  her  family's  opinions  or 
Marie's  statement  in  the  Values  history  would  carry  more  weight? 
If  you  developed  dementia  would  you  want  to  complete  a  Values  History  (or  record  your 
wishes)? Appendix  seven 
Questionnaire 
1.  In  general,  how  useful  do  you  feel  a  Values  History  would  be  in  helping  to 
plan  care  for  a  person  with  dementia? 
Please  Tick 
Very  Useful 
Useful 
Partially  useftil 
Not  very  useful 
No  use  whatsoever 
2.  On  a  scale  of  one  to  ten,  to  what  extent  do  you  feel  a  Values  History  could 
empower  a  person  with  dementia  if  their  condition  deteriorated  to  the 
extent  that  they  were  not  able  to  articulate  their  own  views? 
i.  e.  I=  no  extent  whatsoever  10  =  to  a  significant  extent 
123456789  10 
3.  To  what  extent  would  you  refer  to  a  Values  History  if  the  person's 
condition  deteriorated? 
I  would  refer  to  it  very  frequently 
I  would  refer  to  it  frequently 
I  would  refer  to  it  occasionally 
I  would  seldom  refer  to  it 
I  would  never  refer  to  it 
4.  Which  groups  of  staff  do  you  think  should  receive  a  completed  Values 
History  (with  the  person's  consent)? 
Social  Workers 
Voluntary  organisation  staff 
Home  helps/carers 
GPs 
Residential/nursing  home  staff 
CPNs 
Day  Care  staff 
District  Nurse 
Hospital  doctors 
Hospital  nurses 
Psychiatrists 
Other  (please  state) 5.  Which  people/organisations  do  you  think  would  be  the  most  appropriate 
to  assist  a  person  with  dementia  to  complete  a  Values  History? 
Family  member 
Close  friend 
Voluntary  organisation  i.  e.  Alzheimer's  Scotland 
Advocacy  worker 
Social  worker 
CPN 
GP 
Psychiatrist 
Day  care  staff 
Other  (please  state) Appendix  eight 
Malcolm's  Values  History 
The  purpose  of  this  form  is  to  provide  an  opportunity  for  those  involved  in  Malcolm's 
care  to  know  about  his  values,  wishes  and  preferences  in  a  number  of  areas.  It  is  not 
designed  as  a  substitute  for  communication,  but  to  enhance  communication.  The  form 
is  not  a  living  will  and  is  not  designed  to  prescribe  future  care,  but  to  allow  those 
reading  it  to  adopt  a  person  centred  approach,  considering  Malcolm's  feelings  and 
values. 
The  form  was  completed  over  several  interviews  with  the  assistance  of  his  CPN, 
Robert  Boyd.  An  appendix  with  comments  from  his  wife  is  also  included. 
Background 
Malcolm  is  married  to  Mary  and  has  four  grown  up  children  from  a  previous 
marriage.  He  is  a  retired  senior  university  lecturer  and  researcher,  who  excelled  in 
biochemistry.  He  has  an  international  standing  in  his  field,  having  written  and 
presented  major  papers.  Malcolm  enjoyed  his  University  days  at  Cambridge,  where  he 
obtained  his  doctorate.  He  did  research  for  private  companies  and  also  worked  at  St 
Mary's  Hospital,  London.  He  has  chosen  to  live  in  Glasgow  for  the  past  thirty  years 
and  considers  it  his  home. 
Initially  Malcolm  presented  6  years  ago  with  reports  that  he  had  not  been  functioning 
as  well  as  he  could  at  work,  finding  it  difficult  to  conduct  lectures  and  organise 
himself.  He  had  noted  increasing  memory  problems  e.  g.  forgetting  people's  names, 
word  finding  difficulties  and  lapses  in  concentration.  When  Malcolm  initially 
presented  for  the  tests  he  self-diagnosed  Alzheimer's  disease.  He  thought  it  was 
significant  that  there  was  a  family  history  of  both  paternal  grandparents  suffering 
from  the  disease.  He  also  reported  a  head  injury,  which  he  felt  precipitated  the  onset 
of  the  illness.  He  was  eventually  diagnosed  3  years  ago  and  subsequently  granted 
early  retirement Overall  attitude  towards  life 
I  think  that  physically  I  have  good  health.  My  quality  of  life  is  good.  I  don't  get 
ecstatic  any  more,  but  I  have  contentment.  An  evening  in  with  my  wife  watching  TV, 
going  to  the  garden  centre,  planting  shrubs,  going  for  drives-  the  simple  things. 
University  days  were  good,  but  I  don't  crave  them.  Cambridge  was  one  of  my 
happiest  times. 
I  have  occasional  bouts  of  anxiety.  Sometimes  I  can  lie  on  my  bed  and  by 
concentrating  intensely  it  will  leave  me.  Otherwise  I  have  no  techniques  for  dealing 
with  it. 
I  do  not  suffer  from  serious  depression. 
I  do  not  think  I  am  irritable,  although  loud  noises  and  people  annoy  me. 
I  like  peace  and  quiet,  although  not  all  the  time. 
I  like  classical  music  and  music  which  is  easy  to  the  ear.  The  Beatles  were  okay.  I 
hate  j  azz 
Family  and  relationships 
My  wife  knows  me  better  than  anyone.  We  spend  all  of  our  time  together.  I  also  enjoy 
my  family's  company.  A  goal  is  for  me  to  increase  my  contact  with  them  in  the  future. 
It  was  difficult  when  my  first  marriage  broke  up,  but  I'm  having  more  contact  now 
they're  older. 
Proxy  decision  making 
I  have  chosen  my  wife  Mary  to  represent  me  should  my  condition  deteriorate.  I  feel 
that  she  knows  me  better  than  anyone  else.  Should  anything  happen  to  Mary  I  think 
my  sister  Sarah  would  best  look  after  my  interests.  If  Mary  needs  advice  I  would  like 
her  to  consult  my  sister  Sarah  or  her  cousin,  who  is  a  retired  GP,  or  my  mother  who 
still  is  a  very  sharp  lady.  Mary  has  Power  of  Attomey,  however,  she  consults  me  and 
we  both  tend  to  deal  with  the  finances  together  at  present. Friendships 
Friends  tend  to  change  over  the  years  as  circumstance  change.  I  have  lost  contact  with 
most  of  my  older  friends,  but  have  made  new  ones.  Mary  and  I  are  quite  self  sufficient 
that  way.  I  don't  like  being  in  the  company  of  loud  mouths  although  I'll  let  them 
have  their  say.  I  am  a  democrat  that  way.  I  am  a  fairly  quiet  person 
Religious  background  and  beliefs 
I  have  a  scientific  background  and  no  religious  beliefs.  I  have  spent  a  large  part  of  my 
life  associated  with  the  Liberal  Party  (local  councillor)  and  would  describe  myself  as 
tolerant,  unless  I  have  a  cause  to  fight.  I  consider  other  people  and  adopt  a  humanist 
approach. 
Relationships  with  doctors  and  other  health  care  givers 
I  have  worked  closely  with  doctors  doing  research  at  various  hospitals  in  London.  On 
the  whole  I  trust  doctors'  judgements,  particularly  my  GP's.  I  don't  necessarily  trust 
hospital  doctors.  I  have  had  a  couple  of  bad  experiences  in  hospitals.  They  don't 
always  allow  me  time  to  communicate  effectively.  I  would  hope  that  they  have  my 
medical  history  to  understand  the  extent  of  my  problems. 
Thoughts  about  medication  and  treatment 
I  usually  check  the  chemical  components  of  the  medication,  but  on  the  whole  have  a 
natural  meekness  towards  accepting  the  doctor's  choice  of  medication. 
I  do  not  accept  homeopathic  medication  as  an  alternative  treatment. 
I  have  a  fair  tolerance  of  pain,  but  will  take  painkillers  when  required. 
Mary  and  I  have  similar  views  on  health  and  medication.  We  are  compatible  that  way. 
I  don't  like  hospitals.  They  are  too  noisy.  Noises  are  very  distracting. Thoughts  about  having  Alzheimer's  disease 
I  was  aware  that  I  was  not  functioning  properly  at  work,  although  I  feel  I  could  have 
gone  on  a  little  longer.  I  have  a  clear  understanding  of  the  pathology  of  the  disease 
from  the  lab,  although  I  feel  there  was  a  misdiagnosis.  I  received  a  head  injury  whilst 
playing  hockey  about  15  years  ago  and  I  feel  this  was  a  precursor  to  the  symptoms  I 
am  experiencing.  My  father  and  grandfather  had  Alzheimer's  disease 
Thoughts  about  illness  dying  and  death 
I  have  no  strong  feelings  about  the  end  of  my  life.  You  can't  lay  down  a  rule.  There 
are  only  two  decisions  really.  Mary  would  be  able  to  make  medical  decisions  on  my 
behalf  She  knows  me  best. 
Independence  and  self  sufficiency 
I  like  to  know  that  I  have  independence,  although  I  don't  crave  it.  I  do  not  have  any 
strong  inclination  to  take  risks,  especially  as  I  get  older. 
I  like  to  be  consulted.  I  carry  documentation  when  I  go  out. 
Living  environment 
I've  moved  houses  quite  a  lot  during  my  life,  so  I  don't  become  too  attached.  It's  who 
you're  with  that's  important.  I  do  like  having  space  for  my  books  and  a  room  to  paint 
in.  I  appreciate  a  nice  garden  as  I'm  getting  older. 
Future  care 
At  one  time  I  would  have  worried  about  the  future.  Now  I'm  not  sure.  I  think  Mary 
will  try  to  do  her  best  for  me  in  the  future.  She  will  be  the  faithful  wife. 
She  will  have  a  breaking  point.  She  may  appear  calm  on  the  outside.  If  she  became 
ratty  she  would  need  away  for  a  while.  I  would  consider  respite.  I  would  consider someone  coming  in  to  help.  I'm  sure  Mary  would  agree.  A  lot  would  depend  on  the 
people  in  question.  I  can't  say  that  there  are  any  hard  and  fast  rules  about  when  one 
would  consider  going  into  residential  care.  We  discuss  these  things  openly. 
What  would  you  like  people  reading  this  form  to  know  about  you? 
Communication  is  very  frustrating.  People  don't  always  give  me  time  to 
communicate.  This  is  a  symptom  associated  with  the  disease.  At  times  I  cannot  find 
the  words  to  express  myself  Sometimes  I  just  give  up  when  speaking  to  people. 
Comments  from  Malcolm's  wife 
Malcolm's  wife  has  read  over  the  Values  History  in  detail  with  Malcolm  and  believes 
it  to  represent  his  values  accurately  She  would  like  to  stress  that  he  is  an  intelligent 
man  and  remains  so  despite  his  illness.  She  feels  that  communication  is  his  biggest 
problem  and  would  like  people  reading  this  form  to  be  aware  that  his  communication 
improves  when  he  is  feeling  relaxed  and  deteriorates  when  anxious  or  put  under 
pressure  He  communicates  well  with  people  who  know  him. Appendix  nine 
Jack's  Values  History 
The  purpose  of  this  form  is  to  provide  an  opportunity  for  those  involved  in  Jack's  care 
to  know  about  his  values,  wishes  and  preferences  in  a  number  of  areas.  It  is  not 
designed  as  a  substitute  for  communication,  but  to  enhance  communication.  The  form 
is  not  a  living  will  and  is  not  designed  to  prescribe  future  care,  but  to  allow  those 
reading  it  to  adopt  a  person  centred  approach,  considering  Jack's  feelings  and  values. 
The  form  was  completed  over  several  interviews  with  the  assistance  of  his  CPN, 
Robert  Boyd.  An  appendix  with  comments  from  his  wife  is  also  included. 
(Names  and  some  background  details  have  been  changed  to  protect  anonymity) 
Background  information 
Jack  was  diagnosed  suffering  from  dementia  of  Alzheimer's  type  in  May  2000.  He 
had  first  noticed  memory  problems  about  a  year  prior  to  this.  He  feels  his  main 
difficulties  are  finding  the  right  words  to  express  himself,  problems  handling  money 
and  recalling  information.  He  has  a  moderate  degree  of  insight  into  his  condition  and 
has  adapted  his  life  accordingly  to  his  limitations.  He  is  a  very  sociable  man  who 
enjoys  company,  but  has  curtailed  many  of  his  previous  interests. 
Jack  lives  with  his  wife,  Elizabeth,  in  a  semidetached  house  in  Rutherglen.  He  has 
always  lived  in  Glasgow.  They  have  a  36-year-old  daughter,  Jane  and  a  34year-old 
son,  Mark,  both  of  whom  are  in  regular  contact  with  them.  They  have  two 
grandchildren.  Jack  is  a  retired  civil  engineer,  having  worked  for  British  Gas  until  6 
years  ago.  Jack  was  commenced  on  Aricept  5mg  daily  and  after  three  months  he 
subjectively  felt  his  cognition  had  improved,  as  did  his  wife.  He  felt  his  thinking 
abilities  and  concentration  were  clearer,  although  he  has  not  notice  any  improvement 
in  his  memory. Overall  attitude  towards  life 
Jack  believes  that  he  has  had  a  good  life-  'great  times  and  not  just  in  the  early  days' 
His  main  achievements  are  bringing  up  his  family  and  maintaining  friendships. 
He  has  happy  memories  of  holidays  spent  with  the  family  and  wants  to  continue 
having  holidays  for  as  long  as  possible.  Holidays  and  outings  have  always  played  a 
big  part  in  his  life.  -  'My  wee  holidays  tell  a  big  story  for  me'. 
He  enjoys  good  service  and  quality  hotels  whilst  on  holiday  and  will  pay  extra  rather 
than  accept  inferior  accommodation 
He  has  always  been  someone  who  gets  involved  in  the  community  and  is  sociable. 
His  main  interests  have  been  golfing,  boating,  the  'Haggis  Club'  and  Christian  Aid. 
He  previously  took  leading  roles  in  these  organisations. 
He  received  regular  promotions  at  British  Gas  ,  where  he  worked  for  33  years  as  an 
engineer. 
He  recognises  his  life  is  changing,  but  does  not  want  to  'cry  about  it'.  Although  he  has 
given  up  roles,  which  involve  a  high  level  of  communication,  he  still  experiences 
pleasure  in  other  ways. 
He  enjoys  when  his  grandchildren  visit,  going  out  for  long  walks  and  trips  to  town. 
He  also  enjoys  the  theatre  and  church.  He  enjoys  watching  sport  on  television. 
He  describes  himself  as  being  'quite  easy  going'  person. 
He  feels  he  is  good  humoured  and  is  'not  depressive'  although  'has  ups  and  downs 
like  anyone  else'. 
He  gets  frustrated  by  his  memory  problems,  but  tries  not  to  dwell  on  the  feelings  of 
frustration. 
Privacy  is  important  to  Jack  and  he  enjoys  being  able  to  sit  alone  at  times  to  think  or 
read. 
He  enjoys  music,  such  as  Frank  Sinatra,  but  'definitely  not  modem  music.  ' 
Family  and  relationships 
Jack's  wife,  two  children  and  grandchildren  are  what  make  his  life  worth  living.  He 
believes  that  his  wife  knows  him  better  than  anyone  else  and  is  his  'best  friend'.  He would  like  her  to  represent  him  financially,  medically  and  socially  should  his 
condition  deteriorate.  He  also  believes  his  son  and  daughter  could  represent  his  views 
well.  He  would  like  his  wife  to  take  advice  from  his  son  and  daughter  if  she  had 
difficult  decisions  to  make  in  the  ftiture. 
Jack  has  mixed  with  a  variety  of  people  throughout  his  life  and  does  not  favour  any 
particular  personality  type  and  enjoys  the  company  of  quiet  and  outgoing  people 
alike.  In  general  he  has  not  mixed  with  people  who  swear,  but  points  out  that  'we  can 
all  mutter  the  odd  expletive'.  In  general  he  prefers  people  with  a  friendly  disposition. 
Religious  background  and  beliefs 
Jack  attends  his  local  parish  church  and  has  been  an  elder  for  over  30  years.  He 
attends  most  Sundays.  He  used  to  attend  more  often,  particularly  helping  out  with 
practical  aspects.  He  was  an  office  bearer  and  also  involved  in  raising  funds  for 
Christian  Aid  and  building  projects.  He  believes  it  is  a  better  way  of  life.  He  is 
pleased  his  daughter  and  her  family  are  taking  an  interest  in  the  church. 
Relationship  with  doctors  and  other  health  care  givers 
In  general  Jack  has  had  favourable  experiences  in  his  dealings  with  medical  and 
nursing  staff.  He  trusts  his  GP's  judgement  and  believes  that  in  general  health  staff 
are  looking  out  for  his  best  interests.  Ile  complies  with  treatment  and  takes  their 
advice.  He  has  no  strong  views  about  alternative  or  complimentary  medicine,  but 
would  take  advice  from  his  GP.  At  times  he  would  like  more  information,  if  possible 
written  information 
Jack  admits  that  he  is  experiencing  difficulties  communicating  effectively.  He 
recognises  that  his  difficulties  are  accentuated  when  he  is  in  situations  where  he  feels 
anxious.  In  particular  he  experiences  difficulties  finding  the  right  words  to  express 
himself,  although  he  knows  what  he  wants  to  say.  He  feels  that  he  can  communicate 
better  with  people  who  know  him  well  and  at  times  when  he  is  feeling  more  relaxed. 
He  prefers  his  wife  to  accompany  him  to  medical  appointments. Attitude  towards  the  illness 
Jack  is  aware  that  he  has  dementia.  He  was  upset  when  he  was  diagnosed  but  as  time 
has  passed  he  thinks  'it's  not  too  terrible.  ' 
He  gets  frustrated  by  his  poor  memory,  but  even  more  so  by  his  word  finding  and 
communication  difficulties.  Until  recently  he  has  not  known  anyone  else  who  suffers 
from  the  illness,  but  now  enjoys  the  company  of  other  people  in  the  same  situation  at 
a  local  support  group.  He  describes  his  attitude  towards  the  illness  as  'philosophical'. 
'People  may  think  I  should  be  down  in  the  mouth  about  it,  but  I'm  not  letting  it  get  to 
me' 
Thoughts  about  illness  dying  and  death 
Jack  has  no  strong  views  about  end  of  life  decisions. 
Independence  and  self  sufficiency 
Jack  is  aware  that  he  has  lost  a  lot  of  independence.  He  recognises  that  Elizabeth  has 
taken  over  a  lot  of  the  organisational  side  of  things. 
'The  bigger  things  are  becoming  more  difficult.  ' 
He  values  being  useful  and  helping  around  the  house.  He  does  not  have  a  strong 
desire  to  be  independent  or  to  take  unnecessary  risks  in  life  but  wants  to  continue  live 
in  his  house,  which  he  has  lived  in  for  40  years 
Living  environment 
Jack  enjoys  living  in  a  pleasant  environment.  He  does  not  like  clutter  and  likes  his 
home  to  be  orderly,  but  comfortable.  He  enjoys  'peace  and  quiet.  '  Privacy  is  very 
important  to  him  and  for  this  reason  he  enjoys  sitting  in  his  conservatory  looking  out 
at  the  back  garden,  which  is  fully  enclosed.  He  wouldn't  describe  himself  as  a 
gardener  but  enjoys  that  'Elizabeth  keeps  it  nice.  ' Future  care 
Jack  has  chosen  not  to  discuss  future  care  with  his  family  in  too  much  detail.  He  has 
expressed  some  reservations  and  feelings  of  guilt  about  this  as  he  realised  this  may 
put  pressure  on  them  to  anticipate  his  needs  in  the  future. 
'Its  not  so  good  of  me  while  I  can  still  talk  about  it'. 
He  however  feels  that  they  would  look  out  for  his  best  interests.  He  feels  that 
Elizabeth  is  coping  well  at  the  moment  and  believes  that  she  could  cope  with  'a  bit 
more.  '  He  cannot  predict  what  Elizabeth  could  cope  with  in  the  future,  but  would 
expect  his  son  and  daughter  to  advise  Elizabeth  if  she  was  struggling. 
'My  biggest  problem  would  be  if  Elizabeth's  health  deteriorated.  ' 
He  would  consider  respite  or  home  support  if  it  helped  Elizabeth. 
'I  don't  think  Elizabeth  would  want  to  do  it,  but  would  consider  it  if  the  rest  of  the 
family  asked  her.  ' 
What  would  you  like  people  reading  this  form  to  know  about  you? 
Comments  from  Jack's  wife 
Jack's  wife  has  read  over  the  Values  History  in  detail  with  Jack  and  overall  believes 
this  to  be  a  true  representation  of  Jack's  values.  She  feels,  like  Jack,  that  she  would 
rather  not  look  too  far  ahead  into  the  future.  She  feels  that  the  only  aspect,  which  is 
not  fully  represented  about  Jack's  character  in  the  Values  History,  is  that  he  can  be 
quite  fastidious.  He  likes  things  to  be  organised  well  in  advance  and  to  know  what  his 
plans  are  for  the  day.  He  does  not  like  to  be  kept  waiting  and  can  become  agitated  if 
waiting  without  explanation.  She  feels  these  traits  have  accentuated  since  the  onset  of 
his  illness. 
She  would  like  people  reading  this  form  to  be  aware  that  Jack  likes  friendly  people 
who  are  polite  and  respectful. Appendix  ten 
Sylvia's  Values  History 
The  purpose  of  this  form  is  to  provide  an  opportunity  for  those  involved  in  SYlvia's 
care  to  know  about  her  values,  wishes  and  preferences  in  a  number  of  areas.  It  is  not 
designed  as  a  substitute  for  communication,  but  to  enhance  communication.  The  form 
is  not  a  living  will  and  is  not  designed  to  prescribe  future  care,  but  to  allow  those 
reading  it  to  adopt  a  person  centred  approach,  considering  Sylvia!  s  feelings  and 
values. 
Background  and  overall  attitude  towards  life 
My  mother  brought  me  up  in  the  west  end  in  a  room  and  kitchen,  but  she  died  when  I 
was  in  my  teens.  My  mother  was  a  smart  lady.  She  was  very  talented  and  artistic. 
She  used  to  take  samples  of  fabrics  to  big  houses  and  was  like  a  modem  day  interior 
designer.  We  always  had  a  lovely  house  although  we  never  had  much  money.  She  was 
only  forty  six  when  she  died.  My  father  died  when  I  was  a  baby,  so  I  never  knew  him. 
I  remember  going  to  London  to  see  his  relatives  when  I  was  a  wee  girl.  I  also  had  a 
brother  who  died  before  I  was  bom.  My  only  sister,  Jane,  married  when  my  mother 
died,  and  I  lived  with  them  for  a  while,  but  her  husband  wasn't  too  keen  for  me  to  live 
with  them.  I  lived  with  my  aunt  for  a  while,  but  she  wasn't  used  to  having  children 
and  that  was  difficult.  When  my  girlfriend  married  I  used  to  help  her  mother  who  was 
crippled  with  arthritis.  Her  mother  asked  me  to  move  in  with  her.  I  don't  know  what  I 
would  have  done  without  her.  It  was  good  for  me  and  good  for  her.  I  lived  with  her 
until  I  married  Robert. 
Robert  was  a  wonderful  husband.  We  had  one  son,  David.  We  initially  stayed  in 
Govanhill  and  then  moved  to  Rutherglen.  I  worked  in  Rolls  Royce  during  the  war  and 
in  a  biscuit  factory  for  about  five  years.  I  never  worked  while  David  was  young. 
Robert  had  a  good  job  in  the  civil  service  and  I  never  needed  to  work.  When  David 
was  older  he  married  Janet.  She  is  like  the  daughter  I  never  had.  I  love  her  as  much  as 
David  and  could  not  manage  without  her. After  David  left  home  I  got  a  job  putting  leaflets  through  doors.  I  didn't  need  to  work, 
but  enjoyed  being  out  and  about  with  people.  I  then  decided  to  train  as  an  enrolled 
nurse  and  worked  in  a  nursing  home  for  fifteen  years.  I  loved  that  job.  I  was  sad  when 
I  had  to  retire.  I  loved  helping  people  and  my  colleagues  were  great. 
How  satisfied  areyou  with  whatyou  have  achieved  inyour  life? 
I've  had  the  odd  knock  now  and  again,  but  the  good  times  outweighed  the  bad.  I  was 
unlucky  losing  my  father  and  mother  so  young,  but  I  had  good  times  with  my  mother 
when  she  was  alive.  Everyone's  life  is  different  and  it's  up  to  you  to  make  the  most  of 
it. 
U%at  activities  do  you  enjoy? 
The  choir  is  very  important.  We  go  out  once  a  week  singing  to  the  'old  folk'  in 
residential  homes.  Some  of  them  don't  have  any  visitors  and  it  can  brighten  up  their 
week.  We  have  a  great  laugh.  It  keeps  you  going  and  you  have  the  company.  We 
make  fun  of  each  other  when  we  make  mistakes.  When  I  found  out  that  I  had 
Alzheimer's  disease  I  told  them  I  was  going  to  give  up  the  choir  because  I  know  it  can 
be  annoying  if  someone  is  repeating  themselves  all  the  time.  They  said  'no  way'  and 
I'm  really  pleased  about  that.  I  love  the  fun  and  I  feel  we  are  giving  pleasure  to  others 
and  giving  them  a  laugh.  I  think  it's  nice  for  people  in  nursing  homes  to  know  that 
someone  is  thinking  about  them. 
Holidays  ....  that's  what  I  miss  the  most.  I  loved  going  abroad,  mostly  for  the  heat.  It's 
not  been  the  same  since  Robert  died 
...  nothing  has  really  ...  I  loved  seeing  the  different 
countries  and  the  people.  I've  been  away  with  people  from  the  church  and  David  and 
Janet.  That  was  good. Whatftightens  or  upsets  you? 
I  must  admit  working  as  a  nurse  has  given  me  a  fear  of  ending  up  in  a  nursing  home. 
The  indignity  that  some  of  the  old  folk  had  to  go  through.  I  hope  I  die  before  I  each 
that  stage. 
"at,  for  you,  makes  life  worth  living? 
My  daughter-  in  law  Janet  and  my  son  David  are  the  most  important  people  to  me. 
They  make  my  life  worth  living. 
What  else  is  important  to  you? 
My  appearance  is  very  important  to  me.  I'm  not  as  smart  as  used  to  be  but  I'm  not  the 
type  to  slouch  about  any  old  way.  Even  if  I'm  in  the  house  I  like  to  look  nice.  It  bucks 
up  your  morale.  It's  nice  when  people  say  'you're  looking  nice  to-day  Sylvia'.  I'm  not 
conceited,  but  I  wouldn't  go  out  the  door  unless  I  was  dressed  properly. 
My  home  is  very  important.  It  may  sound  boring  to  other  people,  but  I  love  tidying  it 
up  and  polishing  my  ornaments  and  just  generally  pottering  about.  I  have  so  many 
memories  here. 
Religious  background  and  beliefs 
"at  is  your  spirituallreligious  background? 
I  attend  the  Church  of  Scotland.  It's  always  been  very  important  to  me  from  when  I 
was  a  wee  girl.  Don't  misunderstand  me  I'm  not  a  Holy  Willy  or  anything,  but  I  like  to 
go  regularly  and  it  makes  me  feel  good. How  doesyourfaith  affect  yourfeelings  towards  illness? 
I  say  my  prayers  every  day  and  thank  Him  for  another  day.  I  always  feel  He  is  looking 
over  me.  I  don't  know  what  happens  after  death,  but  I  wonder  what  it's  really  like.  If 
someone  doesn't  believe  in  God  then  that's  up  to  them,  but  I  don't  really  understand 
why  some  people  cannot  believe  in  a  creator. 
How  does  your  church  supportyou? 
I  enjoy  the  company  and  I  attend  the  guild.  I  like  the  fact  that  everyone  knows  you.  I 
enjoy  helping  other  people.  A  visit  or  sending  flowers  can  make  all  the  difference  to 
someone  who's  housebound. 
What  general  comments  wouldyou  like  to  make  aboutyour  beliefs? 
I'm  quite  open  and  I  don't  mind  talking  about  things.  I  have  a  very  strong  faith,  but 
recognise  that  we  all  have  different  views  and  I'm  not  the  type  of  person  to  say  I'm 
right  and  everyone  else  is  wrong. 
Ifyour  condition  deteriorates  wouldyou  want  to  continue  to  attend  church? 
I  would  take  a  day  at  a  time.  If  I  could  dress  my  self  and  someone  pick  me  up  then  I 
would  still  want  to  go.  If  I  couldn't  manage  then  I  still  have  my  bible. 
Family  and  relationships 
What  role  do  family  andftiends  play  in  your  life? 
My  daughter-  in  law  Janet  and  my  son  David  are  the  most  important  people  to  me. 
Janet  is  like  a  best  friend  to  me  and  we've  always  got  on  extremely  well.  We've  never 
had  a  cross  word.  I'm  very  fortunate  that  I  have  her. Friendship  is  also  very  important.  I  feel  sorry  for  people  who  don't  have  company.  It's 
nice  to  know  that  there  are  people  there  if  you  need  them.  In  the  past  I  used  to  know  a 
lot  of  neighbours  but  they're  all  out  working  now. 
I  don't  need  company  every  day.  I'm  quite  content  to  be  alone  as  well.  I  don't  moan 
about  it.  I've  been  alone  for  13  years  now.  I  enjoy  chatting  at  the  choir  and  I  get  all  my 
chatting  done  at  the  weekends  when  I  stay  with  Janet. 
"at  type  ofcompany  do  you  like? 
I  don't  care  who  you  are,  what  your  religion  is,  whether  or  not  you  have  money. 
These  are  earthly  things  and  don't  bother  me. 
I  don't  feel  comfortable  in  drunken  people's  company  especially  if  they  are 
obstreperous.  Drink  is  okay  in  moderation.  I  enjoy  a  Baileys  every  now  and  again.  I 
wouldn't  be  nasty  to  a  drunken  person,  but  I  would  hold  back.  If  someone  was  drunk 
in  the  street  I  would  help  them.  There's  nothing  wrong  with  anything  in  moderation. 
I  don't  like  company  where  there  is  a  lot  of  swearing,  although  I  suppose  that's  life 
now. 
I  couldn't  go  into  company  if  I  felt  I  wasn't  wanted.  I  would  hold  back.  I  would  need 
to  be  invited.  I'm  not  the  type  of  person  who  would  push  myself  into  company.  I'm 
quiet  that  way. 
I  like  chatty  and  quiet  people  alike.  It's  easier  if  you're  with  someone  chatty  and  you 
can  get  a  laugh,  but  if  someone  was  sad  I  would  try  to  console  and  comfort  them. 
I  love  a  good  laugh. 
I'm  not  a  loner  by  nature.  I'm  alone  but  not  a  loner. 
I  don't  need  company  every  day,  but  I  make  the  most  of  it  when  I  get  it. 
Relationship  with  doctors  and  other  health  care  givers 
How  do  youftel  about  doctors  and  caregivers? 
I  feel  doctors  and  nurses  are  trying  to  do  their  best  for  you  and  trying  to  do  good.  I 
would  never  ignore  their  advice.  I  feel  if  you  do  that  you're  wasting  their  time. What  are  yourftelings  about  having  dementia? 
I  know  it's  the  grey  cells  that  start  to  go  in  the  brain  and  there's  not  much  I  can  do 
about  it.  I  imagine  once  it  starts  it  tends  to  deteriorate.  I  wish  I  knew  what  triggered  it 
off  though.  I've  accepted  it  though  and  I'm  otherwise  healthy  for  my  age...  and  I  still 
have  a  life! 
As  soon  as  I  received  my  diagnoses  I  told  my  friends  and  neighbours.  I  told  them  so 
that  if  they  saw  me  doing  anything  wrong  they  could  see  me  right  ...  perhaps  bring  me 
back  home  if  I  got  lost.  Fortunately  that  hasn't  happened  yet.  If  they  didn't  know  that  I 
had  Alzheimer's  disease  and  I  was  doing  something  wrong  or  silly  then  they  might  not 
want  to  interfere.  Now  I  feel  that  if  I  did  something  wrong  they  would  try  to  rectify  it. 
The  most  important  thing  is  for  me  to  continue  living  at  home  and  will  do  anything  to 
ensure  that  happens. 
Ifyour  condition  deteriorates  wouldyou  want  to  know? 
Oh  yes  because  I  think  it's  important  that  you  know  your  limitations.  I  think  I  would 
know  within  myself 
no  wouldyou  want  to  representyou  medically  ifyou  were  unable  to  do  so? 
Janet  and  David....  no-one  else.  I  have  no  qualms  that  they  would  do  the  right  thing 
by  me.  They  would  not  do  anything  unless  it  was  right  for  me 
Independence  and  self  sufficiency 
How  does  independence  or  dependence  affect  your  life? Independence  is  very  important  to  me.  I  can  do  what  I  want  to  when  I  want  to.  I  have 
freedom  of  choice.  If  I  want  to  help  someone  I  can  do  that.  I've  always  been  very 
independent,  possibly  because  I  was  left  alone  when  I  was  young. 
Ifyour  currentphysical  or  mental  health  gets  worse,  how  wouldyoufeel? 
I'd  hate  it  but  know  it  might  happen.  This  place  of  mine  is  so  important  to  me  and  I'm 
so  grateful  to  still  be  living  at  home  at  my  age.  I  know  my  limitations  though.  I  hope 
to  stay  at  home  until  the  Good  Lord  says  'Sylvia  your  time  is  up'.  That's  my  ambition. 
I  know  there  are  risks,  but  as  long  as  I'm  not  disturbing  other  people  I  want  to  stay  at 
home.  I'd  accept  any  help  to  keep  me  at  home. 
If  I  got  lost  when  I  was  out  it  would  make  me  wary  of  how  far  I  could  go  in  the  future. 
I  stopped  going  into  town  for  that  reason...  in-case  I  got  lost,  but  I  do  feel  it's  my  right 
to  take  that  risk. 
I  stopped  using  the  cooker  and  now  only  use  the  microwave.  Nothing  happened.....  it 
was  my  decision....  but  I  had  a  fear  of  leaving  it  on.  I  know  my  limitations.  I've 
decided  not  to  be  silly.  I  get  pleasure  from  my  house  and  want  to  stay  at  home  for  as 
long  as  I  can. 
ff  you  were  to  experience  decreased  physical  and  mental  abilities,  how  would  that 
affect  your  attitude  toward  independence? 
I  would  accept  help,  but  I  feel  I  don't  need  it  just  now.  If  Janet  thought  that  I  wasn't 
coping  I  would  need  to  abide  by  her  decision.  She  would  say  'right  you  need  someone 
in  or  need  to  go  in  somewhere'. 
Ifyou  had  difficulty  dressing  wouldyou  want  someone  to  help  or  correct  you? 
Definitely.  My  daughter-  in  law  checks  everything  and  she  gives  up  her  time  to  make 
sure  I'm  alright. Ifyou  had  dijficully  with  your  personal  hygiene  wouldyou  want  someone  to  helpyou? 
Definitely.  Physical  cleanliness  is  very  important  to  me.  I  have  a  shower  every  day.  I 
would  be  very  embarrassed  if  I  needed  assistance,  but  I  would  prefer  that  than  going 
dirty.  Janet  visits  once  a  week  so  I  would  probably  need  someone  to  come  in  a  few 
times  a  week.  I  would  have  to  accept  help  and  overcome  my  embarrassment 
Who  wouldyou  want  to  look  after  yourfinances  ifyou  were  unable  to  do  so? 
Both  Janet  and  David,  although  Janet  would  probably  deal  more  with  the  day  to  day 
things. 
no  wouldyou  want  to  look  after  your  welfare  ifyou  were  unable  to  do  so? 
I've  always  been  close  to  Janet.  She  would  know  what  is  important  to  me.  She  could 
decide  what  care  I  needed  ........  although,  who  knows,  I  could  renege  at  the  time. 
Living  environment 
"at  general  comments  wouldyou  like  to  make  aboutyour  surroundings 
This  house  of  mine  is  very  important  to  me.  I  am  most  grateful  that  I  can  still  stay  at 
home.  I  know  where  everything  is  and  have  no  fears  being  alone.  I  love  the  freedom, 
being  able  to  potter  about  and  do  my  own  thing.  I'm  content  to  be  here  alone  and 
don't  need  much  else  to  occupy  me. 
How  might  illness,  disability  or  age  affect  this? 
If  I  live  long  enough  I  might  have  to  give  it  up,  but  I  want  to  stay  here  till  I  can't 
manage  and  I  want  to  stay  at  home  as  long  as  I  can  ....  the  way  that  I  am.  I  wouldn't 
want  to  go  into  a  home.  I  hate  having  to  think  about  it. Ifyou  had  to  go  into  a  home  what  would  be  important  to  you? 
If  I  really  had  to  go  in  somewhere  I  wouldn't  want  to  go  into  any  old  place. 
Somewhere  nice  and  clean  where  I  could  be  well  looked  after.  I  think  the  most 
important  thing  would  be  the  staff.  They  could  either  help  or  mar  the  place.  I  imagine 
by  that  time  it  wouldn't  matter  to  me  where  I  was.  Probably  somewhere  near  Janet  and 
David,  for  their  needs,  would  be  better.  I  would  leave  it  up  to  them.  I  have  no  qualms 
that  Janet  would  do  the  right  thing  by  me  and  she  wouldn't  do  anything  unless  it  was 
in  my  best  interests. 
Wouldyou  want  to  live  with  yourfamily? 
No  way....  it  wouldn't  be  fair  for  Janet  and  David.  We  are  close,  but  there  are 
limitations.  They  have  they're  own  lives  to  live. 
Thoughts  about  illness  dying  and  death 
"at  general  comments  wouldyou  like  to  make  about  illness,  dying  and  death? 
I  keep  thinking  'Lord,  when  it's  my  time  please  take  me  quickly'.  I've  seen  people  in 
old  peoples'  homes,  just  sitting  there  and  I've  thought...  that's  no  life  ...  if  it  was  me  I'd 
rather  go.  I  would  hate  to  get  to  the  stage  where  I  didn't  know  who  I  was  or  where  I 
was.  My  ambition  is  to  die  in  my  own  house  in  my  sleep,  but  I  know  that  we've  got  no 
control  over  that. 
What  would  you  like  people  reading  this  form  to  know  about  you? 
I'm  not  a  pushy  person.  I  like  to  be  friendly  and  I  enjoy  fun.  I  will  hold  back  if  I  feel 
I'm  in  company  where  I'm  not  wanted.  If  I  can  do  anything  to  help  someone  I  will.  I 
believe  what  goes  around  comes  around.  There  is  always  someone  worse  off  than 
yourself.  You  can  be  helping  someone  and  someone  else  can  be  helping  you.  I  feel 
good  comes  around  in  a  circle.  I  think  I  am  a  modest  person.  I  take  one  day  at  a  time. Ifyou  had  to  go  into  a  home  what  would  be  important  to  you? 
If  I  really  had  to  go  in  somewhere  I  wouldn't  want  to  go  into  any  old  place. 
Somewhere  nice  and  clean  where  I  could  be  well  looked  after.  I  think  the  most 
important  thing  would  be  the  staff.  They  could  either  help  or  mar  the  place.  I  imagine 
by  that  time  it  wouldn't  matter  to  me  where  I  was.  Probably  somewhere  near  Janet  and 
David,  for  their  needs,  would  be  better.  I  would  leave  it  up  to  them.  I  have  no  qualms 
that  Janet  would  do  the  right  thing  by  me  and  she  wouldn't  do  anything  unless  it  was 
in  my  best  interests. 
Wouldyou  want  to  live  with  yourfamily? 
No  way....  it  wouldn't  be  fair  for  Janet  and  David.  We  are  close,  but  there  are 
limitations.  They  have  they're  own  lives  to  live. 
Thoughts  about  illness  dying  and  death 
"at  general  comments  wouldyou  like  to  make  about  illness,  dying  and  death? 
I  keep  thinking  'Lord,  when  it's  my  time  please  take  me  quickly'.  I've  seen  people  in 
old  peoples'  homes,  just  sitting  there  and  I've  thought...  that's  no  life 
... 
if  it  was  me  I'd 
rather  go.  I  would  hate  to  get  to  the  stage  where  I  didn't  know  who  I  was  or  where  I 
was.  My  ambition  is  to  die  in  my  own  house  in  my  sleep,  but  I  know  that  we've  got  no 
control  over  that. 
What  would  you  like  people  reading  this  form  to  know  about  you? 
I'm  not  a  pushy  person.  I  like  to  be  fiiendly  and  I  enjoy  fun.  I  will  hold  back  if  I  feel 
I'm  in  company  where  I'm  not  wanted.  If  I  can  do  anything  to  help  someone  I  will.  I 
believe  what  goes  around  comes  around.  There  is  always  someone  worse  off  than 
yourself.  You  can  be  helping  someone  and  someone  else  can  be  helping  you.  I  feel 
good  comes  around  in  a  circle.  I  think  I  am  a  modest  person.  I  take  one  day  at  a  time. Appendix  eleven 
Marie's  Values  History 
The  purpose  of  this  form  is  to  provide  an  opportunity  for  those  involved  in  Marie's 
care  to  know  about  her  values,  wishes  and  preferences  in  a  number  of  areas.  It  is  not 
designed  as  a  substitute  for  communication,  but  to  enhance  communication.  The  form 
is  not  a  living  will  and  is  not  designed  to  prescribe  future  care,  but  to  allow  those 
reading  it  to  adopt  a  person  centred  approach,  considering  Marie's  feelings  and 
values.  Marie  hopes  the  following  information  will  help  people  know  a  little  more 
about  her. 
Background  and  overall  attitude  towards  life 
Marie  was  born  and  brought  up  in  the  South  Side  of  Glasgow  by  her  parents  Sarah 
and  Donald,  and  is  the  older  sister  of  Timothy  and  Michael.  Both  her  parents  were 
Jehovah's  Witnesses  and  her  earliest  memories  are  of  being  out  with  them  'preaching 
the  Good  News  of  the  Kingdom'.  Marie  recalls  that  her  mother  was  a  'wonderful 
person'  and  someone  whom  she  has  attempted  to  model  herself  upon,  especially  her 
skills  as  a  homemaker  and  teacher  of  the  bible.  Marie  dedicated  her  life  by  way  of 
adult  baptism  in  1946,  a  decision  which  she  has  never  regretted. 
Marie  attended  her  local  high  school  and  after  studying  home  sciences  at  college 
decided  to  pioneer  rather  than  work  secularly.  She  spent  some  time  pioneering  in 
County  Durham  and  after  marrying  Ian  in  1955  spent  five  years  as  a  missionary  in 
India.  Her  first  son,  John,  was  born  in  India  and  on  returning  to  Glasgow  in  1961  she 
went  on  to  have  Michael,  Robert  and  Rose.  Although  she  is  glad  that  she  spent  time  in 
India,  she  was  glad  to  be  back  home  in  Glasgow  and  found  her  life  to  be  very 
fulfilling  bringing  up  her  family  and  'serving  Jehovah'  in  Glasgow. 
over  the  years  Marie's  immediate  family  have  moved  from  Glasgow.  John  lives  in 
Stirling  and  the  others  now  stay  in  the  South  of  England.  She  has  five  grandchildren- Paul,  John,  Daniel,  Sarah  and  Marion.  She  does  not  see  too  much  of  them,  but  'loves 
their  company'  when  she  sees  them 
Marie  used  to  get  'great  pleasure'  from  reading,  especially  the  bible  and  bible 
publications,  but  now  experiences  difficulties  reading.  She  enjoys  it  when  Ian  reads 
to  her.  She  prefers  silence  when  she  is  trying  to  read  or  work  about  the  house. 
Although  occasionally  Marie  likes  'easy  listening'  and  classical  music  she  finds  too 
much  noise  irritating. 
'I  couldn't  stand  a  lot  of  music  all  the  time  ...  I'd  hate  it.  ' 
Marie  won  prizes  for  sewing  and  cooking  whilst  at  college.  She  continued  to  get  great 
pleasure  from  these  activities  throughout  her  life,  however,  now  experiences 
difficulties. 
'For  a  long  time  I  sewed  all  my  own  clothes.  I  loved  that,  but  I  don't  do  that  now. 
That  place  in  my  mind  has  gone.  I've  lost  all  my  skills.  ' 
Religious  background  and  beliefs 
Marie  feels  that  the  most  important  thing  in  her  life  is  'serving  Jehovah'.  Her  earliest 
memories  are  speaking  to  people  in  the  South  Side  of  Glasgow  about  the  bible  with 
her  parents.  Her  father  was  one  of  the  first  Jehovah's  Witnesses  in  Glasgow.  She  does 
not  consider  it  to  be  a  religion,  but  'a  way  of  life'  and  often  she  refers  to  it  as  'the 
truth'.  She  calls  those  'in  the  truth'  her  'brother  and  sisters'.  Regarding  her  faith  she 
states: 
'We've  had  it  all  our  lives  and  it's  a  wonderful  position  to  be  in.  It's  a  great  privilege 
and  very  few  people  have  had  that.  As  a  girl  my  time  was  spent  preaching  and  it's 
continued  on  through  me  and  now  my  family.  I've  always  been  aware  that  I  received 
something  extra  because  I  was  taught  from  infancy.  ' 
'I've  always  loved  the  truth  and  it's  never  been  a  trial  for  me  to  continue.  It's  just 
marvellous  for  me  to  know  the  truth.  It's  a  precious  thing  and  something  that  we 
should  hold  on  to.  ' Marie  has  never  doubted  her  faith,  'never  one  bit',  and  has  spent  her  life  teaching 
people  the  bible.  She  believes  that  the  earth  will  eventually  be  ruled  by  God  and  will 
become  a  paradise.  Marie  thought  it  might  have  happened  when  she  was  younger  but 
states: 
'It  doesn't  matter  when  it  comes.  It's  getting  there  that's  important  and  what  we  do 
with  our  lives  meantime.  ' 
Marie  does  not  celebrate  mainstream  religious  festivals  like  Christmas  and  Easter  or 
birthdays  and  does  not  take  part  in  political  festivals.  She  would  feel  awkward  if 
placed  in  a  situation  contrary  to  her  beliefs. 
'I  wouldn't  want  to  offend  anyone.  If  someone  tried  to  involve  me  in  a  situation 
contrary  to  my  beliefs  I  would  explain  my  beliefs  to  him  or  her  and  excuse  myself.  If  I 
didn't  know  them  I  would  say  I  was  in  a  hurry  and  excuse  myself.  ' 
Family  and  relationships 
Marie  has  maintained  friendships  over  the  years  and  feels  very  close  to  the  brothers 
and  sisters  in  her  congregation.  Marie  particularly  enjoyed  attending  large 
conventions  and  has  memories  of  attending  assemblies  in  Poland,  Moscow  and  New 
York  and  has  kept  in  contact  with  many  of  the  brother  and  sisters.  Throughout  her 
life  she  has  believed  in  being  hospitable  and  had  pioneers  and  missionaries  staying 
with  her  from  other  parts  of  the  country  and  overseas.  She  was  taught  to  be  hospitable 
by  her  mother.  She  enjoys  receiving  letters  and,  until  recently,  enjoyed  writing  to  her 
friends  'sharing  bible  and  preaching  experiences.  '  Marie  believes  that  she  gets  on 
well  with  most  people  and  cannot  specify  a  particular  type  of  person  that  she  favours. 
Over  the  years  Marie  has  mainly  socialised  with  other  Jehovah's  Witnesses  stating 
that  'it's  a  lovely  thing  to  be  with  people  who  believe  the  same  thing'.  However,  in 
general,  she  enjoys  the  company  of  'pleasant  and  friendly  people.  ' 
Marie  does  not  like  aggressive  people  and  could  not  be  in  the  company  of  someone 
who  used  bad  language. 
11  just  couldn't  stand  it.  I  couldn't  have  association  with  anybody  who  swears.  It's 
just  not  right.  ' 
Marie  likes  company,  but  'not  too  much'.  She  prefers  small  gatherings.  'A  few 
people,  but  not  too  many'.  She  likes  time  to  herself  but  'not  too  much.  ' Finances 
Marie  has  arranged  for  her  husband  Ian,  her  brother  Timothy  and  her  son  Michael  to 
have  Power  of  Attorney  to  look  after  her  financial  interests.  Marie  is  a  partner  in  a 
long  established  family  business. 
Relationship  with  doctors  and  other  health  care  givers 
Marie  reports  that  past  relationships  with  the  doctors  and  health  staff  have  been  good 
and  she  usually  complies  with  their  advice.  However,  she  has  clearly  stated  over  the 
years  that  she  would  not  under  any  circumstance  accept  a  blood  transfusion.  Until 
recently  Marie  signed  a  wallet  card  stating  that  even  if  she  were  in  an  accident  she 
would  not  accept  a  blood  transfusion.  She  is  unable  to  sign  her  name  now  but  is  still 
of  the  same  opinion. 
'I  view  it  very  seriously.  I  just  wouldn't  accept  it  (a  transfusion)  and  would  not  allow 
it  to  happen.  I  would  be  very  adamant.  ' 
Marie  is  aware  that  there  are  various  forms  of  non-blood  management,  which  would 
be  acceptable  to  her,  but  is  unable  to  recall  any.  In  the  event  that  she  required  such 
treatment  she  would  be  happy  for  Ian  and  her  family  to  decide  upon  the  most 
appropriate  management,  knowing  that  they  would  comply  with  her  religious  beliefs. 
More  recently  Marie  has  found  it  difficult  to  communicate  with  people,  particularly 
professionals  and  people  she  does  not  know  well.  She  is  aware  what  she  wants  to  say 
but  sometimes  'finding  the  right  words  can  be  awkward'.  She  believes  that,  in 
general,  people  who  know  her  well  give  her  enough  time  to  find  the  words,  'mostly, 
but  not  always'.  She  sometimes  feels  that  people  'talk  down'  to  her.  ' 
'People  who  know  me  well  are  good  with  me.  Mostly  I  prefer  to  find  the  words 
myself,  but  sometimes  it's  awkward  and  I  like  people  to  help  me.  ' Marie  prefers  Ian  to  accompany  her  to  medical  appointments  and  would  like  Ian  to 
represent  her  should  her  condition  deteriorate,  although  is  also  happy  for  any  of  her 
four  children  or  her  brother  to  represent  her. 
Marie  is  happy  to  receive  conventional  medical  treatment  but  in  the  past  has  always 
tried  complimentary  treatments  in  the  first  instance.  Over  the  years  she  has  attended  a 
homeopathic  doctor  in  Troon  for  various  skin  conditions,  anxiety  problems  and 
insomnia.  With  regards  to  homeopathy  she  states: 
'I've  taken  it  in  the  past  and  it's  been  very  good  for  me' 
Feelings  regarding  dementia 
'I  knew  something  was  wrong  for  about  a  year  before  I  was  told.  It's  better  to  know 
than  to  wish  you  knew.  Now  it's  just  become  the  normal  for  me  and  I've  settled  into 
it.  I  just  made  up  my  mind  not  to  worry.  What  good  does  it  do?  Mind  you,  sometimes 
I  about  think  about  things  ......  about  the  things  that  other  people  can  do  that  I  can't 
manage  now.  I'm  not  perfect.....  If  I  never  had  the  truth  then  things  would  be 
terrible.  ' 
Independence  and  self  sufficiency 
Marie  recognises  that  she  has  lost  a  degree  of  independence  and  relies  on  Ian  to  look 
after  her.  She  also  recognises  that  he  will  need  a  break  in  the  future.  In  the  first 
instance  she  would  rather  stay  with  friends  or  family  to  give  him  a  break,  but 
appreciates  that  this  might  not  be  possible.  Regarding  respite  she  states: 
'I  would  definitely  consider  it.  I  understand  it  is  just  to  give  the  person  a  break. 
I've  never  done  any  thing  about  it  but  I  know  it  will  come  and  I  don't  know  when. 
Ian  is  doing  more  for  me  than  men  normally  have  to  do.  Ian  is  very  good,  although occasionally  becomes  a  bit  ratty!  Who  wouldn't?  I  know  he  occasionally  needs  a 
break.  It's  only  fair. 
If  Marie's  condition  deteriorates  she  would  prefer  assistance  from  fellow  Jehovah's 
Witness's.  Her  appearance  is  very  important  to  her. 
'I  like  to  look  nice  ...  oh  definitely...  no  matter  where  I'm  going'. 
Marie  states  she  would  accept  more  help  with  her  personal  care  if  her  condition 
deteriorates.  At  the  time  of  writing  Marie  has  a  friend  who  helps  her  with  some 
'lady's  things'.  Regarding  Helen,  Marie  states: 
'I  love  her  and  she  loves  me.  She  is  a  real  blessing  to  me  she  does  my  hair  and  all  the 
lady's  things  that  Ian  can't  manage.  She  has  been  great  and  keeps  me  right....  in  a 
nice  way.  ' 
Marie  realises  that  Helen  might  not  be  able  to  increase  her  level  of  input  in  the  future. 
She  also  knows  that  it  might  not  be  possible  to  receive  assistance  from  a  fellow 
Jehovah's  Witness. 
'I  wouldn't  say  no  if  it  was  someone  nice,  although  I  would  much  rather  it  was 
someone  in  the  truth'. 
With  regards  to  the  future  Marie  would  like  Ian  to  consult  her  family  if  he  needs 
advice.  She  worries  that  he  will  not  know  when  he  needs  help.  She  cannot 
differentiate  who  in  her  family  could  give  the  best  advice  to  Ian. 
'They  all  know  me  so  well.  I've  no  way  to  differentiate.  Timothy,  my  brother,  also 
gives  good  advice' 
Thoughts  about  illness  dying  and  death 
Marie  has  no  fears  of  death  due  to  her  strong  faith.  She  believes  she  will  wake  up  in  a 
paradise  earth.  She  does  not  believe  in  euthanasia  which  is  'against  God's  law',  but 
would  not  want  to  have  her  life  sustained  'beyond  her  natural  time.  ' 
Living  environment Marie  is  happy  living  in  her  home  with  Ian.  She  likes  her  home  because  it  is  spacious 
and  has  'lots  of  sunlight'.  She  likes  the  area  because  'it's  quiet',  which  is  very 
important  to  her.  She  also  knows  her  neighbours  well  and  feels  safe  knowing  they  are 
'on  hand'.  Marie  recognises  that  she  could  not  live  alone  and  a  time  may  come  when 
she  needs  more  care  than  Ian  could  provide  at  home.  She  does  not  want  to  make  any 
plans  for  long-term  care. 
'I  have  purposely  not  thought  about  it.  There  are  homes  for  Jehovah's  Witnesses  in 
other  areas,  but  they  are  too  far  away.  I  wouldn't  want  to  go  far  and  would  rather  stay 
in  the  area.  I've  got  so  many  friends  here.  I  don't  see  myself  in  a  place  with  400 
people.  I  don't  look  ahead....  Jehovah  will  look  ahead  for  me.  ' 
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